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FOREWORD

This study was begin inlcontr .swoverand foil a good deal of its jime

has continued in such." Thereldkre conflicts between Administration and

Copgress on hgw it was to be funded, on the mix between research and demon-

strations and on the due date,,,,
"/

zez,

If these were not ehough, it became clear early it the course of con-

ducting the'study that different people had different ideas7of what it was

to be about and what it was to accomplish. For some, it Was to be a simple

1
codification of research on t.be severely handicapped. Fbr o era it was to I

/N

tell everything that rehabilitation could or should bc f^ l th 'ablad..,r all

For some it was to be an evaluation of how well Nocational Rehabilitation

works, and for others it was to be a set piece focusing on the implementation

of's long-sought new program for independent living:rehabilitation. Each

group of advocates for a given provam or disability urged that it highlight

their particular interests and concerns. Various ,providers of rehabilitation

sent-ices wanted to be sure their special needs and concerns were presented.

. Some wanted to make the case for more funding for VR before moving to.a new

program; others simply did'not know what they wanted; the work scope put out
44

by the Rehabilitation Services Administration wanted to know everything.

In the course ofthis study we have tried to accommodate as many points

of view as was reasonable, We tried to present as fair a picture-as possible

Without being advncets for any side, and we tried to be faithful to what we
/ 4 4.

took to be the basic intent of the dilrective Co do thelstudy. We, reviewed

with care the recorded testimony and talked with actors involved with the

compromise. We knew.that iii Ll*e Lime available we would be lucky to even

skim the voluminous literature, and we knew that much of it would not answer

many of the key
-4,
concerns as we understood -them. We\felt that the mandate was

e . a

iii

a
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for "comprehensive" and we tried for it, at the expense of depth in some in-

stances. Our computerized review scanned tens of thousands of titles. The

literature review covered hundreds of repAts and studies. In a given tjme

frame with a given set of resources one can go-broad or deep but not botti.

Our strategy was to try to blend a set of experienced resesAC Ys, some

handicapped people, and a lot of effort into cAation of a report which could

tr
apture the main outlines of the situation and problems faced by the severely

handicapped and-to look at how they were being treated in our society. We

tried to blend some new d4ta with the literature reviews. We were also con-

cerned with not merely repeating the conventiouai wisdom. We wanted to focus

on those aspects which were policy.manipulahlle and technically implementable.

The question of "feasibility of methods" sipg ests technical possibility, Orac-
D 4

tical delivery,Systems, and the will to put the resources forward. No attempt

to fill ihe,needs dfthe severely handicapped or any group numbering in the

millions, will be cheap. Suffice, we hope, to say that as a' society we could
. ,

1

spend many billions and still have much)to do. We did attempt to show what
- Afr

might'have been bought with the $80 million which would have been the FY 75

\ authorization under the vetoed bills. It isn't much.

Inesome instances we may have wandered afield from ghos7 who have a

myopic eye glued to the VR program. Some of the adjustments which are neces-

sary to permit the most severely handicapped to benefit from VR services extend

well beyond what VR alone can be,xpected to do, even in the wildest dream of

the greatest VR expansionist. To ignore these programs, though, is to deny

important realities. We decided to show it rather than deny.it. The cost,

as there are always costs, came in the other things we could not show or do.

Thus some'ofthe data analysis is less than the material deserves but what the

time permitted. vi

iv
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The alternatives to those with myopic vision are those sitting and won-

dering what we convey that is ew. There may be,ittle new for those with

great wisdom and experience with the severely hand4ap7ed, but they are very

few. I

4

The legal basis for this study comes under Section 130 of the Rehabili-

tation Act.of 1973, P.L. 93-112. Those provisions in their entirety are

as follows:

Sec. 130. (a) The Secretary of the Department of Health,
Education and Welfare shall conduct a Comprehensiveostudy-,
inc luting research and demonstration projeCts of the feasi-
bility of methods designed (I) to prepare individuals with
the most severe handicaps for entry into programs under
this Act.who would not otherwise be eligible to enter such
programs due to theverity of their handicap,'and (2) to
assist individuals with the most severe handicaps 'who, v*

due to the severity of their handicaps or other factors such
as their age, cannot reasonably be expected to be rehabili-
tated for employment but for wham a program of rehgbilitation
could' improve their ability to live independently or function
normally within their family and community. Such study shall
encompass the extent to which other programs administered by
the Secretary do or might contribute to the objectives set,
forth in clauses (1) and (2) of the preceding sentence and
the methods by which all such programs can be coordinated at
Federal, State, and local, levels with those carried out under
this Act to the end that individuals with the most severe
handicaps are assured of receiving the kinds of assistance
necessary for them to achieve such objectives.

(b) The Secretary shall report the findings of the study,
research, and demonstrations directed by subsection (a) of .

this section to the Congress and to the President together
with such recommendationslor iegislative*or other action as
he may find desirable, not later than February 1, 1975.

The Department of Health, Education and Welfare developed a plan for implementa-,

tion of the study by seeking consultation with various public and private experts

in the field of rehabilitation. Initially, a strategy was developed to award

a series of grants to various researchers and zinalyeks. afar objection to

this procedure by Congress; this straiegy
0
was abandoned in favor of a corn-

petitive contract procedure. The compjetiti e contract was won by thq Urban

Institute, a nonprofit research firm located in Washington, D. C. The contract

'v
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to perform the study was awarded on June 29, 1974. At the time,tl-ie report

was-due to Congress in seven mpnths on February 1, 197'5. Subsequently, the

Congress approved an extension of the Report due date June 30, 1975. The

-
hillfcarrying the extension provisions was vetoed 1:y 71sident Ford and revised

provisions for extension were not approved until Decers.,er 7, 1974.

The work statement issued by,HEW in its request for proposal, which

forms the contractual basis for the work perforted by the Urban Institute,

can be summarized as follow's:

. Objective I -- To define and 4elineate IMSH (Individuals Most Severely

Handicapped), distinguishing them from other handicapped
0

with regard to demographic and epidemiological factors.

Task 1. -- Identify IMSH by definition, description, and statisr

4 ' tically.

Task 2. -- Relate demographic characteristics of IMSItto eligi-

bility to VR.

Task 3. -- Differentiate IMSH with VR potential from those without.

_Objective II -- Determine kinds, sources, and avaiAbility of existing

and new services to prepare IMSH for entry to VR.

Task 4. -- Identify service needs of IMSH to prepare for VR.

Task 5. -- Identify providers of services needed by IMSH to prepare

for VR.

Objective III - To investigate seek out, and determine-kinds, sources,

approacheA,and availability of-existing And new services

which could assist IMSH to increase their capacities for

dependent living or more normal functioning :t.n community

society throu101 the attainment of non-VR gpals.

vi
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Task 6. Identify services needed by .IMSH for activities of daily

living (ADL).

Task 7. Identify providers for services-needed by IMSH for ADL.

Objectille IV - To study specific VR c .9 which told facilitate

or impede successful rehabilitation of'IMSH, -so thac.,,

feasible adaptations or modifications can be tested
4

as service alternatives.

Task 8. Identify employment factors which tend to increase or re-

strict employment opportunities for IMSH.

Task 9. Identify early casefinding and early identification methods

Task 10.

Tabk

for locating,IMSH.

Identify relevant technolo cal-advances to improve services.

and employment opportunitleb for IMSH.

Identify environmental barriers for IMSH.

Oblective V' - To study, assess, and make recommendations for (1)

general and special policy and implementation con-

siderat ont d (2) demonstration projects to test

feasibility of service methods to meet rehabilitation

seeds of IMSH.

Task 12. Identify. HEIP.pregrams for coordination of problem - sowing

efforts to meet the needs of IMSH.

Task 13. Identify cost and impact of services.

Task 14. Idar0-4fy research and demonstration requirements and imple-

mentation areas.

o

Task 15. Identify and evaluate policy options.

t
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0 It is to these objectives thitt this report is devoted.
I

I .
I. h, '

* can make no pretense that this report is as,full and as extensive
.

as we wnuld have liked it to be. Ach reports are never complete, only .ended.
la

.
. ..,

. .2 It would take another-year or more just to get what wewOuld,like spelled out
- .. _ . ,

morecomPletely in terms of the data on hand.1 Entire 'areas which were encom--'v

passedqn a page or.twarrant greater. elabbratfdic. ple data are available

but the time is not. We-are confident, though, that we have reported calih-

fully on theneeds of the severely'haildicapped and-on feasible methods to
...

,'

Meet those needs. Thelrest is up to Congresafiand the Administration.

.55

Zi;

(1(4;."
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Cfiapter 1

INTRODUCTION

o
this study we attempt to descrLbe a comprehensive overview of the needs

of the most severely handicapped.' The focus was on needs which can be met

with burrent or developing technology and methods, although-in some instances

political and fiscal,considerations may place constraints on the feasibility

of these methods. It, is our view that fdasibility of nyAhods to meet these

needs means morethan just the technical possibil,ty. It also means the degree

to which methods could reasonably ke implemented at expenditure levels society

may be willing to accept.

The time constraints for the study were severe. Consequently, the range

d depth of the material only begins to reflect that which the-subject deserves.

The material presented focuses on the areas and data which we felt were most
1 ,

important and which Woulirbe most faithful to the multiple concerns of the

Congress, the Adminigtration, andthe constituency invulyed with the issues

underlying the mandate for this study. It was not possible to fully deal with

every concern, every group, every aspect, and every service possibility.

After an extensive search of the literature on the most severely handicapped

and rehabilitation, we conclude that ,the status of the research technology is

deficient in several respects. By this we mean that no fundamental set of pre-
. X

existing research studies adequately addresses the issues relevant to the needs

of .the severely handicapped. $ This is not to say there, was no.'prior research,

4'/-or that some of it was not good research. In fact, the amount of literature

is immense. But much of it is clinical in natgre, much is advocacy and a orta-

tion, much is grossly outdated, and much is,methodologically poor, the primary

problems being lack of controls and imprecise definition of the population

under study.
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a

2

Most disheartening, however, was thefact that many areas--labor market

participation of the most severely handicapped, for examplewere virtually
1 /.

unresparched, Where studies exist, they.have usually analyzed on 1.or two sources
0

of data, Nhich were in' turn not studies specifically designed to, investigate

r
labor fdtce participation of the severely handicapped. Examples of these short-

,

comings are extensive. The most severely handicapped today are as unresearched .

as were the poor before the Wm on Poverty.

In addition, the amount of basic infdrmation on either the severely hands-
,

capped population or,onspecific subgroups is sparse. -While the advocacy groups,

have. considerable expertise and wisdom, they. have few data. While this does

not lessen the validity of their positions; it does make it difficultito deter-

\
mine the extent of needs and to sktintergrouP priorities.

We have severely limitAdsour estimates of overall program costs. The
4

shape of a desired program is not established. There are riot enough data on

*

utilization patter*, enough demonstrations, or enough cost data to reliably

estimate costs of a large number .of alternatives. Of course, any authorization

level can be used productively. If one wishes a really comprehensive program,

N.

however, one is talking about a great deal of money. -In two exelicises looking

solely at 5-year costs to remove transportation and mobility barilers and for a

modest pfogram for 1.8 million lrgely homebound persons, the respective estimates

wkre $8 billion for the transportation program and a like amount annually for the

homebound program. We do makelgeme suggestions about whatlis posaible for smaller

amounts such as the $80 million which would have been the top authorization in

the vetoed-bips.

Of cqurse, the cost of disability is high in any case. The costs borne by till

44,t.

individual' are in lessened incomes, higher outlays for medical care,,andequipment

and physical assistance to substitute for lost function. In addition, there are

the psychological costs to the individuate family imposed by enforced dependenc
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There ore social%costs as wellthe, public costs. One measure of these
t

is government expenditures. Dr. Monroe Berkowitz of the Bureau of Econonlic

Research, Rutgers University, estimated for the Department of Health, Education,

4P a*

and Welfare (HEW) that $35.5 billion in 11970, $51.6 billion in 1973 (in constant

1967 dollars), and $222.8 billion by 1990 will be the "cost" of disability,

counting governmental' and industry expenditures and wage losses.
1

His estimate

of "actual" dollars by 1990 is $348 billion. Examining public programs in this

study with respect to actual expenditures, Dr: Berkowitz estimated that $21

billion was spent on the severely disabled alone in 1971--excluding 'vocational.

0 e

rehabilitation, and counting only the Federal share. About $13 billick Was pent

by HEW. In that same year, Federal expenditures for VocStional Rehabilitation

42
(VR) were $375 million. Assuming the present'sttucture of income transfer

prograks, inflation, and historical growth rates alone, estimated expenditures

for 1990 for income maintenance
tg the severelyhandicapped would be $123 billion.

a

If some of our suggestions were to be included, the outlays might be even

greater. We would see cities removing transportatiori andIchitectural barriers,

as well as income maintenance programs whicg permit the severely handicapped

to work and earn as much as they caraithout arbitrary rules which cut off

benefits before their earnings are adequate for self-support. Of &01xse, we

also think this could reduce government expenditures in the long run.

d

We have been struck with how much the Administration, the 'Congress, and

the constituenci,expect of Vocational Rehabilitation, and yet how limited are

the resources provided.' Of actual expenditures for the severely handicapped

in 1973, Vocational Rehabilitation accounted for 2 percent of the HEW Federal

1. 'Monroe Berkowitz, Cost Burden of Disability and Effects of Federal

Program Expenditures, Final Report (nw Brunswick, N-14: Disability and Health

Economics Research, Bureau of Economic Research, Rutgers University, 1974).
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share. Yet from testimony. on bills passed since 1972, the,impression remains

that VR maintains a more important place in expectations than its appropriation

level would suggest.

The reason for this seems apparent. Vocational Rehsbllitation alone stands

as 'a target for'all those who feel needs, live with teeds,%dvocate,for needs.

It alone is committed to all categories of disabled individuallwith a service

philosophy, delivery system, end a way of doing business that can meet needs.

( It seems to have the value system, accomplishment, philosophy, and flexibility
I

to do more than its present charter permits. That the implications of chan

that charter could vastly alter the character of the system is not particularly

well' understood.

In designing this study it would have been possible to place, primary empha-

sis on the severely handicapped or to do a kind of evaluation of VR. The scope

of wort issued by HEW, ithd agreed to by The Urban Institute, suggested the best

approach was to look at the people and see where VR and other programs helRed

in meeting their needs.; We felt that the major point of contention, ple most

difficult analYtically, and the most in need of explication for legislation,

was the area of independent living rehabilitation (ILR) needs. Less is known

about this area than any other in the underlying dispute between Congress and

the Administration over the role and funClhon of-VR. We tried to look at haw

independent living needs were being met, whether the service technology,chad-:the

means for meeting those needs, and what the constraints. might be.

Legislative Background

Congressional interest in the rehabilitation of the severely disabled

an0 in the inclusion of-services for independent living goes back over a decade

before President Nixon's vetoes of the.1972 and 1973 bills authorizing such

an expansion. H.R. 361 was introduced in -arly 1959 by Representative Elliott
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5

and reintroddbed later in the year by Representative McGovern as H.R. 5416.

These bills contained titled relatin4 to Independent Living Rehabilitation '

Services. The stated purpose was to assist "...the States in rehabilitating

handicapped individuals who, s'a result of such rehabilitation, may be expected

to. achieve ouch ability of independent living as.to dispense with, Or largely

dispense'with, the need for institutional care or, if not institutionalized,

. to dispense with or:largeay,dispense with, the need for an attendant, thereby

reducing their burden upon others and contributing to their dignity and self-

40 e -, °

respect."

The definitions used in the bill were;

(a) The term "independent living rehabilitation services" means
'counseling, psyehological and relateh services (including transportation)
rendered seriously handicapped individuals and in the cede of any such
individual found to require financial ass stance with respect thereto,

after full consideration of his eligibility for any similar benefits
by way of pensiori, compensation, and insurance, such ter,shall include
physical restoration and related services, including corrective surgery,
therapeutic treatment, .end hospitalization, needed prosthetic appliances
and other devices which will contribute to independent living and train-
ing in the use thereof, and maintenance needed to assure the' availability

of such-services. V
1 i, ./

(b) The rm "handicapped individial" means an individual of em-
ployable age, as defined by regulations of the Secretary, who is under
such physical or mental disability as to require_institutional care or
attendance in his househ4d continuously or for a substantial portion
of the time, but who can be.".reasonably expected, as a:result of rehabi-
litation services to achieve such ability of independent living that he
will bp longer require such institutional care or such attendance in his

\'household.
..,

In 1961 five Representatives
2

introduced bills written primarily by the

National Rehabilitation Association which had a title on "Independent Living

Rehabilitation Services." The purpose of this provision expanded on the 1959

A bill and would authorize'"...the States in rehabilitating handicapped individuals

1

2. Representatives Jfihn Fogarty of Rhode Dominick Daniel of New
()tiJersey, Robert Giaimo of Connecticut, Albert le f Minnesota, and,Kenneth

Roberts of Alabama.

1
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who, as a result of such rehabilitation, may be expected to achieve subst ial

ability of independent living, thereby reducing their burden upomythers pnd

contr uting to their dignity and Self-respect...." First year authorizations

were $1 million, with $25 million for the second year.. The title-was focused

on the physically and mentally handicapped and was to be administered by the

State agency administering or supervising the administration of vocational A'

education or vocational rehabilitation, with the usual provisions for adminis-

X

tration by relettant blind agencies. The bills provided for cooperative arrange-

ments between the State agency to administer the independent living provisions

and State agencies administering public assistance and public health programs,

Social Security., and other agencies providing services "relating teindepending

living rehabilitation services."

The term "independent living rehabilitation services" was defined as:

P

counseling, psychological and related services (including
transportation) rqpdered seriously handicapped individuals
and in the case,of'sny such individual found to require
financial assistance with respecethereto, after full
consideration of his eligibility for any similar benefits by
way of pension, compensation and insurance, such term shall
include physical restoration and related services, including/
corrective surgery, therapeutic treatment and hospitalizatioh,
needed prosthetic appliances, mobility and other devices, and
other goods and services which will contribute to independent
living and training in use of appliances, personal adjustment-
services, maintenance needed to assure the availability of such
services, and followup services to insure maintenance of reha-
bilitation gains.

"Seriously handicapped individual" was defined as:

an individual of employable age, or below such age if in special
circumstances defined by regulations of the Secretary, who is
under such physical or mental disability as to be unable to per-
form the ordinary functions of daily living, but who can be
reasbnablY expected, as a result of rehabilitation services,
to achieve such ability of independent liVing as to eliminate
or substantially reduce the burden of his care.

Of the five persons who introduced the bills, two are still in Congress.

2.4



In 1961 the NatiOnal Rehabilitation Association, when asked whether sub-

stantial

_..)

numbersof such severely handicapped perp6ns can benefit from Inde-

pendent Living Rehabilitation services, responded affirmatively, stating that,

"Rehabilitatida serylces of the kind contemplated in 'this Act are no longer'

experimental."
3

In response to
d
the question of why a separate 'title q program) was.estab-

) ,

lish, rather than-a single program, the response was: "Until experience has

been gained in the administration pf Independent Living Rehabilitation ... it

is,considered best to have, the two separate, although administered by the same

agency. This arrangiment will assure that attention given to the new program

will not detract from emphasis upon vocational rehabilitation."

It was also required in that bill that, except for counseling, psychological,

and related services, economic need was t9 be required as a basis foi"rendition of

services." Then, as in 1972 and 1973, the Administration opposed these provisions.

The nature of the earlier opposition is unclear, but persons involved in the

process at the time recollect that the opposition was due to the liability of

the'DePartment of Health, Education, and Welfare to settle who might administer

' the-provisions. Public health, rehabilitation, and social services units had all

expressed interest.

_This history,illuminates the nature of the issues in several respects.

While ft appears that little has chadied in the 16 years or more since the

concept of independent living rehabilitation for the severely handicapped was

set forth in a bill, much in fact has changed. The con t of severe disability

now refers to a vastly different population than was conceived of at that time.

Many other programs providing benefits to the disabled have sprung up with

3. National Rehabilitation Association, Newsletter, February 1, 1961,
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resources which dwarf the Vocational Rehabilitation (VR) effort. AdVances

the technology of prosthetics and orthotics, in medical c'aryand in the

provision of services have vabtly altered who can'be vocationally rehabilitated.

The concept of indeponOent living rehabilitation has also cheuged. Many of

those who would .have been targets for independent living in the 196Q's are

now routinely rehabilitated by Vit.

Testimony over the years continues to recount stories about persons for

.whom no services were available when needed. Stories of persons who achieved

significant 'success with the help of services offered by some public or private

program have also been told." While theSe types of stories are true, they are

emotional in nature by design. One must be cautious in using such examples to

as prototypes of the severely handicapped. They are a heterogeneous group.

Labeling and stereotypes, for good or ill, should not be the bads for. design of

public priagrams. In designing such programs, one must look for the most probable

case. Within the bounds of a shared desire to help'the severely disabled there

is ample room for fair-minded persons to recommend alternative saIutions. When.,

placed within the confines of a budget constraint, the disagreements can become

pronounced and sharp.

After a prolonged period of testimony establishing that the severely disabled

without vocational outcomes should be provided with independent living rehabili- .

tation, and after years of concern that Vocational Rehabilitation Should begin

to focus services-on the most disable4,'provisions were written into the voca-

tional rehabilitation bills-rof 1972 and 1973 (92nd and 93rd Congresses) These

provisions would have focused VR on the severely disabled and authorized a formula

grant program which would have allowed States to provide services to persons

without vocational potential to live more normally and independently. Both bills

were vetoed by President Nixon. Efforts to override the vetoes were unsuccessful.
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'`The section of the Rehabilitation Act of 1972 on Independent Living defined

its purpose:

(a)...to assist the several States in developing and implementing
continuing plans for meeting the current and future'needs of handicapped
individuals for whom a vocational goal is not polsible or feasible,
including the assessment of disability and rehabilitation potential, and
fore the training of specialized personnel neededfor the provision of
services to such individuals and research relatedthereto.

(b) In order to make grants to carry out the putposes of this title,
there is authorized'to be appropriated $30,00,000 for the fiscal year
ending Jun? 30, 1973, $50,000,000 for the fisdal year ending June.30,

(-1974, and $80,000,000 for the `"'f year ending June 30, 1975.

The President pocket vetoed this bill. His Memorandum of Disapproval stated;

4

in part:

This measure would seriously jeopardize atik goals of the vocational
rehabilitation program and is another example of Congressional fiscal

irresponsibility.. Its provisions would divert' this program from its
basic vocational objectives into activities that have no vocational ele-
ment whatsoever or are essentially medical in character. In addition,

it would proliferate a host of narrow categorical programs which dupli-
'cate and overlap existing authorities and programs. Such provisions

serve only to dilute the resources of the vocational rehabilitation pro-

gram and impair its continued valuable, achievements in restoring de-

serving American citizens to meaningful employment.

When the 93d Congress convened, some changes were made in the vetoed bill,

but none affected the independent living provisions cited above. On March 15,

1973, the bill was sent to the President for signature. On March 27, 1973,
OM,

he vetoed the bill, citing these reasons, among others, for his action.

if S. 7, if enacted, would result in an increase in Federal outlays

of some $1 billion above my budget recommeadations for fiscal years
1973-1975..

I would emphasize that,, even if S. 7 were not fatally flawed by its
"-large expense,'I would have serious reservations about signing it, for

it also contains a number of substantive defects. Among them:

7-It would divert the VocatioliaeRehabilitation program from its

original purposes by requiring that itilkOvide new medical serv-

ices. For instance, it would set up d new piogram for end-stage
kidney disease--a worthy concern in itsef, but one that [can]
be approached more effectively within the Medidare program, as`
existing legislation already provilles.

.
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Vocational Rehabilitation has worked well for over half. a century
by focusing on a single objective: training people for meaningful
joba. We should not dilute the resources of that program or distort
its objective by turning it toward welfare or medical goals.

--Secondly, S. 7 would create a hodge-podge of seven new categorical
grant programs, many of which woad overlap and duplicate existing
services. Coordination of services would become considerably more
difficult and would place the Federal Government back on the path
to wasteful, overlapping pfogram_disasters.

Testimony representing the Administration view objected to a new formula

program which would duplicate existing authority or authority. being proposed

by the Administration,. The spokesmen alai) indicated there was some doubt as

ta-whether'the service technology was advancedenough to actually provide serv-

ices to those severely handicapped.

It seems clear, however, that thetprimary reason was that, given the per-

ceived budget constraint at the time, the President's advisers did not want

a new program which would have authorized $30 million the first year, expanding

to $80 million by the third year. Their argument was that the couhtry could

not afford such a program-,elither now or as it was sure to grow, and that to

have a program on the books but unfunded would create a stigma on the Adminis-

tration and a constant pressure to secure funding.

To soften this concern somewhat, it should be pointed out that there are

many who argue that if more money is to be available, it should be for vocational

rehabilitation, which, relative to need, is quite underfunded. Such a point of

view may be seen with some sympathy upon considering the fact that the Vocational

Rehabilitation program claims only,2 percent'of the Federal funds going to

the disabled.
a

Authorization of the Study

Following the failure of the second attempt to override, the Administration

and the Congress worked out a compromise. The provisions'establishinA the new
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program were dropped. -In exchange, the Administration agreed to conduct a study

of the issues raised in the .testimony about the nature of existing authority and

the ability of rehabilitation to actually serve the most severely handicapped.

These provisions were reflected in Stion 130 of the Rehabilitation Act of

1973,'

Basic Issues

If one can put the study in an oversimplified perspective, a n tuber of

difficult issues and real concerns were behind the movement for an independent

living program. From one perspective there is the notion that the nonvocational

services which VR provides for persons with labor markt potential)ould be

provided for others with virtually. no likelihood of vocational success. For

example, considerjtwo persons, both double amputees from an auto/wreek. One

is a college educated person .in his late twenties with a rising career'patters,

as a white collar professional. The second is a 55-year-old semiskild.ed laborer

with a sixth grade education and a history of intermittent employment. The

VR program accepts the first, fits prostheses, teaches mobility, perhaps provides

training for a slightly different position, and considers the pe "rehabili-

tated," when placed in a gainful occupation. In the second instance, the man's

age, education, and skills and the nature of the positions for which he can be

trained are so limited that he is rejected as too severely disabled, receiving

no services. Many proponents of independent living programs say that the second

person should at least be fitted with prostheses and taught mobility -to became

self-caring, whether or not a job is feasible. The local medical facilities,

it is argued, do not necessarily provide either the prostheticitvices_or the

training, and both of these are proper roles for VR. The benefits to the individ-

ual and the family are obvious, and the benefits to society in reducing the need

for homemaker services and the like could h,.? "alculated. From suchfa perspective,
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it seems almost inevitable that one would agree that VR should be providing such

services.

The real concerns, howeverfor a day-by-day program far-outstrip such

simple, though possibly true, Oulracterizations. Rational, reasonable guidelines

ought to be designed so that citizens, know when the benefits of public.programs

are within their rights and program administrators know when services may be denied

as outside th i authorization. The range of disabling conditions presently served

in the State-Federal program touches on virtually every'possible classification.

The analogue to the provision of prosthesis and mobility training in the example

above is virtua*lk missinwhen the diagnosis is end-stage renal disease, profound

retardation, schizophrenia, cerebral palsy, etc. - That is to say, there is no

dolat that the resources available will be inadequate 'to serve all the potential

clients of the agency for all the potential services they may desire. Thus

rationing must occur. This rationing may be accomplished by establishing waiting

lists, by limiting who may be eligible, by limiting the types of services that

can be provided, or by all of these measures.

One way to ration is to require, as VR doeS, that certain conditions be

iet in addition to the presence of disability. Rationing in VR currently depends

on the extent to which the individual with an impairment-fits into a range of

4
functional limitation between not very severe and'too severe. The impairment

must be an impediment to work, and acceptance to the program is based on some

judgment that the person can benefit enough from services to end up in some

gainful occupation, including that of maker. When these constraints are

cited, it is entirely conceivable that t "equal protection" provision of

'the Constitution 14.ueld justify all disabled persons in making demands on the

program for services. If the authority to provide services were to encompasq

objectives as, vague as independent living or to elimina,or substantially
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reduce the burden of care on family and community, it seems certain that the

primary rationing device will be waiting lists. Accountability might very

well be lost, unless clearly specified criteria for inclusion and,priority con-

sideraeions'are detailed for an independent living program.

The definition of severely disabled presented in the law itself is a recita-

tion of disabling condition labels. One of the major themes ,encountered in

exploring these issues the tension between a program which has traditionally

used functional limitation criteria.tosdefine eligibles on an "efficiency' basis,"

accepting those for whom successful outcome looked probable, and the-incieasing

movement toward a program which defines entitlement by impairment labels based

on "equity" considerations, with less regard for successful outcomes. Although

it may vakergood see to allow the program to provide obviously needed assist-

ance, for example, to a newly blinded person to learn all that is necessary

to function on a day-by-day basis regardless'of vocaticinal outcome, the shape

of such a program for all the disabled is less obvious, especially given limited

resources.

Most major questions of this study, in effect, boil down to questions

9 boundaries. When does one accept a person for rehabilitation services when

employment is not the relevant outcome--whether due to low employment potential

of the individual or the fact that the individual may be , already working but

in need other assistance such as in remodeling a home or in recreation? When,

in the provision of nonvocationally oriented services, can a public program

manager say that sufficient effort and expaetures have been employed? Many

examples can be cited of persons working with the retarded to make them able

to function well enough to live in a group care facility. Eipenditures for

some of these services could have rehabilitated scores of paraplegiis. Either

expenditure could be justified on humanitarian grounds, indeed may be justified
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in terms of the reduced burden on,public funds. But if, as a society, we are

not prepared to pay for both, then which? 'We can try fo do a little for each

and do neither really well.' We can share the collective guilt of serving one
%

and leaving the other to languish.

Thus, Once we address the issues beyond the initial.humane concern for

the severely. handicapped and get into the serious issues of how to design a

pub` program that can be equitable and reasonably consistent with regard

to rules, accountability, and efficiency, the questions proliferate.

The study strategy essentially addressesa few key questions: Who are

the most severely handicapped individuals? How appropriate are alternative

operational definitions? How many severely handicapped are there? What is

their situation? Wirt are their needs? How are their needs now being met?

We have also addressed the more subtle issue of,efficiency versus equity.

In an equity situation, all persbnq in similar circumstances are treated alike,

regardless of benefit received. A disabled person is served because of the

disability. Under efficiency mandates, only those with the greatest payoff are

treated. Those who would benefit least are served last, if at all.

VR traditionally has been more on the efficiency side, partly because

of pressure to produce an ever growing number of rehabilitations% This expects-

tion of "numbers" often carried sufficient incentive for counselors as well

as such political impetus in the appropriations arena that some persons who

were not severely disabled received seryices. The concern for sizable numbers

of successful rehabilitations is present at the State as well as the Federal

level.

A
When the Rehabilitation Act of 1973 was passed, the rules changed and

the signals became mixed. It was not always clear whether efficiency was to

be abandoned for equity, based on diagnosis alone, or if some mixed system
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was required. There were fears that both efficiency and equity were eXpected;-----

given that there were no additional funds, this expectation could not be reason-

ably. met.

We investigated the quiestionitof vocational outcomes for the severely

handicapped. One can understand the humanitarian concern in wanting to put

services where the most need might be. But often this denies efficiency--

the failure rate may increase,' and funds spent on highly coca-L-4 or intractable

cases ar unavailable for services to others.

Then too, the scope of inquiry explodes. To determine what might enhance

vocational or independent living rehabilitation possibilities for the severely

) handicapped often extends well beyond the traditional counselor-to-client approach
4

of VR. It may well be that non-VR programs, such as (reforming income maintenance,

tax relief for expenses of transportation, programs to remove architectural bar-

riers, and programs to remove persons from institutions, may have greater impact

on expanding the opportunities for the severely handicapped than any changes

in VR's mandate. These issues are addressed through data file analysis, client

surveys, a review of existing literature, and constituency impact assessments.

At least six national surveys have info on relating to disability.

0411111111.Among the most significant are the 1966 So 1 Security Survey of Disabled

Adults, the 1966 Survey of Economic Opportunity, the 1970 Census, the 1972

Survey of the Disabled mounted by Dr. SaadoNagi of Ohio State University, and

the Health Interview Surveys made annually by the National Center for Health

* Statistics. -These surveys vary in terms of the number of households, definition

of disability, and yearl mounted. In order to get estimates of the incidence
4,

and prevalence of severe disability, these differentials should be reconciled.
D -00

In our work, we have tried to make the best estimates which would include all

age groups, and the institutionalized as well as noninstitutionaliint disabled.
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The established surveys do not provide much detail about the situation

of the disabled individual. To remedy this lack of information, a survey was

developed by The Urban Institute. The target was to be a group defined as

those too severely handicapped for Vocational Rehabilitation services--persons

who were.not accepted or were closed as not rehabilitated. for reasons of severity

'of handicap. With the support of the Council of State Administrators of' VR and

the yeoman work .of the VR directors and staff in Colorado Connecticut, Georgia,

Idaho, Indiana, Maryland, Minnesota, New York, Ohio, and Oklahoma, who contacted

a group of these clients to get consents for 'the interviews, extensive data

on about 900 such persons were received.

In addition to those severely handicapped persons who are rejected by

VR, there are the severely handicapped persons-who may never get to a State

agency and who represent all important) group to surveY. Such persons may be

found in the Comprehensive Medical Rehabilitation Centers (CMRCs). Data were

received on 300 such persons who had been inpatients at 10 CMRCso including New

York University Medical Center (New York), Rancho Los Amigos Hospital (Downey,

Calif.), Rehabilitation Institute (Chicago), Rehabilitation Institute (Detroit),

TuftsNew England Medical Center (Boston), Spain RehabilitatiA Center (Birmingham)

Texas Medical Center (Houston), University of Minnesota Hospital (Minneapolis),

University of Washington Hospital (Seattle), and Woodrow Wilson Rehabilitation

Center (Fischersville, Va.). This survey supplements the information obtained

from the VR survey in that an extensive assessment of the person's physical

conditiA and functional limitatioly was performed over time- -upon admission

an\discharge from the CMRC, and during the interview, roughly two years after

admission. In addition, the length and cost of stay and services received

at the CMRC are detailed, whici4roviaes more objeAive data than is otherwise

ava.lable on the costa of rehabilitation.
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The review of the literature, of course, is a vital element of any study

such as this. The Medical Corlege of Pennsylvania (MCP), with its excellent

staff and computer csiability, was asked to assist in screening the mass of

published work. MCP developed computer-screened printouts of relevant published

reports. These in turn were sent to the Center for Independent Living in Berkeley,

California, which did the actual literature reviews. Subjects range from architect-

ural barriers to the psychological effects of disability. Much of what has been

written about the needs of the severely handicapped was reviewed.

I seemed wise to enlist the aid of the variqus voluntary organizations

who work for program development and expansiov-and tromote public education on

the problems of specific disability groups. With the assistance of the National

Rehabilitation Association, two sessions were held with representatives of

these voluntary agencies. /At the first session, the study was explained and

agency input in the form of data and position papers was solicited. The second

coence addressed specific issues of how to identify the hidden disabled,

how to define severity, what services might be provided, and how these needs

are currently being met.

In addition to developing information on service 04

handicapped, it is necessary to provide information

f the severely

these needs can

be met. What programs now serve the severely. handicapped?' What technology

exists to help them? What do service providers in irR,\workshops, facilities,

and the like see as the main incentives, disincentives, possibilities, and

.limits of service to this group? Who might run an independent living rehabili-

tation program? What alternative organizational arrangements, financial incen-

tives and" manpower requirements are available for co7pideration?

The experience of service providers who had worked in the rehabilitation

field was felt to be extremely valuable in considering policy options for the
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severely disabled. A mail -out, survey was sent to 1,000 VR a ency personnel

1 (primarily counselors), 800 facilities and workshops, and 50b various`profes-

sional organizations and individuals. The survey instrument raised questions

about current pradtices in providing services to the severely handicapped and
b

sought opinions on changes. We received 1,300 responses.

A review of programs was conccted, with emphasis on HEW programs which

currently provide benefits to the severely disibled. Special'papers by consul-
.

tants were prepared on issues affecting certain groups (e.g., the retarded,

the mentally ill, the blind, and the deaf) and special concerns such as the

technology of rehabilitation.

As a result of these analyses of needs and service provision, a number

of policy alternatives to improve and expand services were designed. Finally,

the study recommends areas for further knowledge-gathering activities under

research and demonstrations.

Outline of Report

The study report proceeds as follows. In Section II we describe the

results of ourlinalysis of existing data files in presenting estimates of the

population at risk. 'Because the area of investigation is filled with semantic

ambiguity, we offer an extended discussion of the definitional problems.

Having presented our 1975 estimates of the population, we proceed to examine

the characteristics of this population with respect to severity factors, income,

'using, etc. We conclude the section with an analysis of the relationship

betwePVRand the population of severely disabled.

In Section III we display the results of twp of our surveys of the severely

handicapped population. The first is a survey of individuala,who have been

to a VR agency and were either not accepted at intake or were closed as not

rehabilitated, in each tnstatce the reason given being the severity of the
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impairment which rendered the individuals infeasible for vocational, re 4a

tion. We also present our analysis of a random sample of severely handicapped

4..V
patients served in comprehensive medical rehabilitation centersa ^

1

Section IV presents a series of selected problem areas and Me' findings

from the litdiature and from our surveys as they relate to these areasi The

areas of coticern\Anclude dependency, architectural and :Aisportation barriers,

employment, and social interaction of the severely handicapped.

Section V examines some specific groups of the population which present.

unusual issues in program design and services. In some cases the issue is

the presence of service systems which must be fferentiated from any program

of independent living rehabilitation t at may be developed by Vocational

Rehabilitation in order to avoid duplication and competition. Other issues

show the nature of the existing special services which may be models for

other groups.

Section VI describes the VR process and reports on our survey of rehabili-

tation service providers, both within and outside the State-Federal program.

We point out some of the technology and benefit -cost issues.

Section VII reviews other HEW programs and non-HEW programs which may

impinge upon the severely disabled and have implications for coordination and

4

accomplishment of rehabilitation.

The options are presented in Section VIII. .While many of these options

are simply descriptions of logical alternatives, there is, in the absence of

prescribed budget and political constraints, no compelling analytic reason

that one or another should be preferred. That is, if the resources are to

be relatively small, there are a great number of program design alternatives

which can do a reasonably good job of serving the severely disabled. In the

financial options chapter, we present a variety of appro:hLs to the support
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of an independent living rehabilitation _program. Among other things, more

consideration of client cost sharing than is the case in VR is suggested, since

many of the ILR ices may offer the provision of maintenance. In this secticiu

we also present some options for defining severely handicapped persons for

eligibility purposes which attempt to identify objective traits as much as

.possible, leaving the local discretion somewhat reduced and attempting to assure

crossState equity in treatment. If in VR different individuals are treated.

differently' because of local labor market conditions, such variations are less

.\ supportable in an independent living program.

In Section IX we conductde with observations about the demonstration

program which has been mounted in conjunction with this study and on the

R&D areas for further research.

A
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Chapter 2

DEFINITIONS

t The language used in the field and in the political arena to describe the
, .

target population of this study is full of ambiguitieq. In the early stages of

the study everyone asked us whom we would define as "most severely handicapped."

This in itself suggests lack of ready consensus on the use -Of the term. Had

we chosen to try to answer the question before proceeding on the work, we would

still.be embwiled in semantic debate.

There seemed to be enough general sense -of whom we were talking about

tb at least get started. We felt, for example, that clients whom Ne State

VR agencies rejected for services as being "infeasib1e due to severity" would

constitute.a population to be examined. We were reasonably sure that some

of those persons would not be as disabled as other's who were kept in the program.

We expected some error to occur in such judgments, but we also expected a great

many of those judgments to be quite correct, given the vocational orientation

A '

of the program. This generally is what we found from our survey.

We also believed that persons being served in the Comprehensive Medical

Rehabilitation Centers would constitute another population to be examined.

Because of the time frame, in which we had to work on several ap0Oaches simul-

taneously rather than sequentially (as would have been desirable), we also

looked at existing data files on t4 disabled. -Since these were to be key

data sources and we knew their definitions varied, an a priori definition would

have curtailed use of several very important files.

We looked at the definitions used by public programs for the disabled,

such as Social Security Act Title II, Disability Insurance, and Title XVI,

Supplemental Security Income, both of which require essentially complete labor

force withdrawal because of severe impairment. We also looked into the available

literature and research on the question. what we found was a melange of uses

21
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of the terms "impairment,""disability," and "handicap," and a melange of programs

and purposes. It seem4-hat the terms disability and handtcap can mean what

one wants them to mean.

The extreme or polar cases pose few difficulties: Most of lin at one time

or another, suffer disease'oi an injury which leaves us with no after effects.

Once the virus is conquered or the wound.heals, we are back at our usual activ-

ities: work, keeping house, attending school, or socialactivitiea. At the

other extreme, the blind quadriplegic withwaaurable.brain damage may truly

belong to the severely disabled category, with no questions raided.

Such polar extremes are comparatively rare, compared to the large number !

of people who receive cash benefits or services based on their inability to

work, an documented by medical and vocational evidence. To decide whether

.such people are "most severely handicapped" or not becomes in large measure

a matter of judgment. And in many cases it is a judgment onwhich reasonable

people may disagree.

Such a conclusion may be the despair of the statistician and the program

planner. The imprecise nature of the concept causes difficulty for legis-

lative draftsmen and those charged with writing rules and regulations, but

such imprecision avoids significant problems of labeling and recognized the

dynamic changes which can occur.

Deopiteo the prevailing image of -the disabled person an an amputee, blind,

or paraplegic, other° ouch an individual° with extreme heart conditions or

pnychotico may be muchYmo e restricted in their activities and in their, ability

to'takn care-of themselven. 'There areinany physical and mental limitation°,

and they affect some people more severely than others. Then too, people differ

in their capaOtien to cope with the, impairment, and therefore even between
1

people with identical health conditions, "o severity of the handicap may vary.

k 40-
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specific programs, and each progrAO, tends to have its own definition.

Disability, as described by Haber, maybe identified with the onset of,

some disease process or trauma.
1 This is comparable to Nagi's.concept of active

pathology asthe reaction of the body's defense and coping mechanisms to infec-

tion, metabolic imbalances, traumatic injury, or other etiology.
2

The latter

concept involves onset of the event and efforts of the organism to reach a

"normal" state. During the active aspect, which may be defined as the period

A
from onset to stabilization or remediation, the process is usually. considered

acute and unarreeted. In most common parlance, the person at this stage is

ill or injured but not yet considered disabled. Acute care services and health

insurance programs are designed to cover this stage.

Chronic disease or chronic illness is a concept which overlaps with disabil-

ity but is not necessarily synonymous with it. 'Some chronic illnesses, such

as bronchitis or asthma, are periodic in nature, but unless they are in a quite

severe episode they tend not to place limitations on activity. Thus there

are persons with chronic conditions who fare not generally considered disabled.

On the other hand, it is clear that the results of the active pathology

and results of other chronic conditions such as heart disease can cause deter-

,

ioratiOn over time, or there may be residual losses of function or abna#malities

of appearaliCe, structure, or function of the organism. Such abnormalities are

most often descriged as impairments.

1. Opke of-the better summarizing discussions of the concept of disability

is in Lawrence D. Haber, Identifying the Disabled: Concepts and Methods in the

Measurement of Disability, Report No. 1, Social Security Survey of the Disabled:

1966 (DREW," 1967)._ While the survey done by Social Security is much more narrow

in focus than the'nnature of the discussion, some of the important conceptual

-) problems are clearly described.
2.

care
Z. Nagi, "Disability and the Severely Disabled: Concepts and

Prevalence," prepared for The Urban Institute's Comprehensive Needs Study of

the Severely Handicapped.
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Impairment ,Disability, and Handicap

Haber described the activity, losses and restrictions as functional limita-

tions. IMpairments may or may not lead to important functional limitations.

Consider, for example, the case of a Vietnam veteran who loses his lei in combat .

and completes law ddhool under the GI Bill and now practices tax law, earning

.

$30,000 per year. Had that veteran been a truck driver prior to his impairment,'

his entire earnings and work strategy might have been different.

When the impairment leads to functional limitations in the ability to

care for oneself or to perform the key expected social roles -- especially with

respect.to work--and when the condition has some durstional implication, the

impairment may then be described as a disability. ,k

71:7'
Thus, society and the individual react to the disability and define the

conditions where it'becomes a handicap: A handicap is an event or environmental

condition which interacts with a disabled person, causing a barrier to goal

accomplishment that a nondisabled person may not face, and which would not im-

pede the disabled person if the world could change. (Individuals with the most
("Y

severe disabilities are almost always faced with the most severe handicaps.)

For most nondisabled persons, a sidewalk curb is not an impediment to

crossing a street. Fot many of the disabled, however, it is like a wall to

be hurdled. Of course, curbs are also impediments to people using crutches

after spraining an ankle, to women carrying packages and babies at the same

time,time, and to the old who are more infirm than impaired. A paraplegic may have

a handicap when curbs are high and none when curb cuts perthit ease of access.

Alsb, for most of us the placement of a public telephone in a booth is no problem;

a person in a wheelchair finds the booth too narrow for access and the telephone

too high to reach.
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When initially discussing the study outline with the staff of the Center.

for Independent Living (CIL), most of whom are persons with paraplegia, quadri-

plegia, cerebral,palsy, or blindness, the question was raised as to who among

them might be severely handicapped. Not one person at CIL felt that he or
k o

she was handicapped. It was the impediments placed in their way by a world

insensitive Co their needs which consistently put stumbling blocks in their

Ability to be self-earing and self - supporting'.

To some extent,tthe problem of clarifying terms depends upon which of

several one wishes,to use as a base. For example, one can call the residual

limitation left by disease or injury an impairment. When the interaction of

the individual and the environment is such that life functions cannot be per-

formed, then the impairment can be called a disability. On the other hand,

one can call the person with the residual limitation disabled, in which case

.'one calls his interaction and limitation with respect to5the environment a

handicap. It really does not matter as loTg as one is consistent.,

Our preference is to call the residual limitation resulting from congenital
4

defect, diseaim, or injury an impairment: A person with an impairment, then,-

may or may not have a disability, an inability to perform some key life functions.

When the inability is such that the environment imposes impediments to the indi-

vidual's goals for travel or work, for example, the individual has a handicap.

Having thus defined these terms, let us go on to say that for purposes

of data analysis they are fairly inadequate. Most data collected from surveys

On disability do not address these points at all. The definition ordisa6ility

used in the surveys is usually related to the question of whether one has a con-

dition limiting the kind or amount of work one can do.

Take, for example, the Vietnam veteran described earlier. Should he be

lo,nsidered as fitting some definition of disability? The Veterans Administration,
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of course, Mints him so and probably sends him a monthly benefit to compensate

for his loss of a leg. Yet, in the 1970 Census he may have responded negatively

to the question of whether he has a condition which limits his abilility to work.

.Nor are persons over age 65 counted among the disabled in either the Census

survey or the Social Security Survey of the Disabled. Old age, it appears,

supplants disability.

There are additional examples of how the same terms can be used differently.

When the VA measures "function" in a service-connected disability, it seems to

mean organ or limb function. When the Social Security ifiistration discusses

function, it seems to mean inability to perfOrm some so i 1 function such as-

work. These varied definitions, then, make it difficult to estimate the number

of people involved.
1 (

We wish to point o here that the existence of a physical or mental abnor-

mality may only be a neces ary, not a sufficient, condition for defining the
16.

disabled. The bulk of pers with some physical or mental abnormality--say,

astigmatism or slight mental retardation--ha virtually no limitation on their,

ability to perform in society. If they need income,'it is because they are
1

poor as others are poor, not because they have a disabling condition. If they

need labor market brokering or skill training, it is because they are like

others with similar age, sex, education, and the like. One need be concerned

about them primarily to determine whether the general programs are treating

Olen differently than they should be treated becaude of their conditions, and

to recommend corrections to the getieral program.

Diagnostic Labels as Proxies

Diagnostic labels are also used sometimes as proxies for disability or,.

handicap. Thus, one often hears that if a person has some condition--blindness,

retardation, paraplegia--then one had' a "disability" or "handicap." Yet our
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experience is that the individuals involved may object to such labeling and

stereotyping. Within any given diagnostic label are an implied range of severity

factors.

Table 2-1 presents severity data on 881 individuals rejected by VoCational

-
Rehabilitation because of severity in one or more of 19 disability categories.

3

The severity scale is derived from the Barthel rndex, which includes 15 items

related to an individual's ability to care for himself and move around without

assistance.
4 44.

As can be seen.from Table 2 -1', individuals closed by VR for severity eall

in the "totally dependent" category in only 6 of the disability groups.

The most severe disability, type by far was "3 or morelibmbS impaired." The

only other diagnostic caftgories with sizable proportions in the totally and

severely dependent ranges were "71putations," "impairment of one or both lower

limbs," and "impairment of one upper and one lower limb (side)."

The disability types with the least impairment self-csre and mobility

were cothmunication impairments (visual, hearing, and speech mental impair-

ments, allergies, and epilepsy; between 71 and 89 percent of those disabled

persons were considered independent.

These survey results have been supported by statements 'from various dis-

ability groups. For example, at our workshop for the voluntary agencies, the

blind representative pointed out that not all blind persons are severely dis-

abled, although few would deny the tact that total bliindness is a very severe

impairment.

The use of the diagnis,label as a proxy for disability or " severe handi-

cap" has the administrative and political advantage of simplicity, especially

3. See Section III, Chapter 7, for a full description of the survey of

individuals rejected by VR because of severity.
4. The Batthel Index used in this stuay was adapted by Dr. Carl Granger.

1
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Table 2-1

Disability Type by Severity

,TOTAL B.ARTHEL SCORES

R-300
Disability

Type 1/

2

Totally
Dependent
(0-20)

11

Severely
Dependent
(21-61)

Moderately
Dependent
(62-90)

N % %

Visual 1 5 2 10

Hearing 1 11

.3+ limbs 17 19 22 25 24 27

Side 6 15 13 33

Upper limb(s) 1 3 7 23

Lower limb(s) 3 3 15 14 34 32

Trunk, back,
spine 4 2 9 5 37

Amputations 2 8 3 8 33

Mental 2 17

Neoplasms 4 50

Allergies 1 7 17

Blood diseases 1' 17

Epilepsy 1 2 7 16

Cardiac `6. 4 48 30

Respiratory 2 7 7 24

Digestive 10 48

Genitourinary 4 29

Speech 1 20

Other 1 2 2 5 17 40

Total 28 3 611) 8 264 30

A

Slightly
Dependent
(91-99)

Independent
(100)

To to

2

10

4

7

20

11
10

23

19

31 17

3 12

4 10

1 17

4 9

17

6 21

2 10

2 14

9 21

15 75

8 89

16 18

16 41

lk 50

,,J34 32

71 39

8 33

10 83

4 ggl
29 71

4 67

31 72

90 56

14 48
9 43

8 57

4 80

13 31

4

N
20 1

9 1

89 1

'39 1

30 1

106 1

182 1

\24 1

12 1

8 1

41 1

6 1

43 1

161 1

29 1

21 1

14 1

5 1

42

122 14 399. 45 I 881 1

1. These diagnostic categories-are taken from the 1969 R-300 definitions,

which were in effect during the time these individuals were closed from VR.

R-300 disability categories were altered somewhat in 1973, but implementation of

these changes occurred after opr study period.

a
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for program advocates. It'is an easy way to talk about the problem. However,

the other side of the coin is the stereotyping of all persons under the label as

11severely disabled.' This typing tends to give the impression that the individu-

als have less ability to function than they do in fact have.

\01 with respect to this issue, however, can be disadvantageous to

,various inability groups, given the eligibility criteria associated with current

public programp serving the impaired. As long as the primary benefit programs

for. the disabled have to do with income maintenance and their primary focus

is on total.disability, the disabled will not be well served by pointing out

that they have the potential for self-care or vocational objectives, as may

be true from a rehabilitation perspective. Indeed, as we will'discuss An

Section VII, the disincentives built into many of those programs work profoundly

against maximum development of the abilities of the person with an impairment.

So it is with many ,p.f the diagnostic labels used as proxies. There is

no necessary continuity between the label and the nature of the problem which

would permit one to analytically and unequivocally describe one person with

a given extent of impairwelWas severely disabled or no A 50-year-old man

with a third grade education who has spent his life as an unskilled laborer may

-be far more disabled by an amputation than a recently blinded, young, college--

educated telephone salesman. The laborer is not More severely impaired, only

more severely disabled by the impairthent, and he is not more handicapped either,

except in the labor market.--

Thus some of the indicators of vocational abilities. and inabilities are

intrinsic to the individual,- such as: (1) physical and mental capacities and

limitations, (2) vocational skills, and (3) motivation and feelings toward
J7.

work. Other indicators are of asituational nature, such as: (4) the physical

and mental requirements of one's work, 451 vocational skills required by the

47
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work, and (6) the environmental fLtors which make employment a'neesible or

o/7inaccessible--that is, influence the availability of work. T account for

the various types and degrees of vocational inability, indicators for these

1 various dimensions must be included.

Problems with Operational Definitions

Several problems characterize operational definitions and measures of

disability in studies and programs. The most common diffiCulty stems from

the confusion between disability and impairment. This is most characteristic

of Workers' Compensation
5 and Veterans Administration programs which combine

aspects of indemnification of impairments with compelation for income loss

due to disability. Benefits are often based on scheduiesepecifying rates

A

of compensation for anatomical losses, such as a finger, a hand, an arm, or

an eye. These schedules are concerned almost exclusi1ely with impairments,

regardless of their effects upon earnings. The point here is not to argue

whether impairments in themselves should, be compensated for, but rather to

illustrate the underlying conceptual confusion that led the American Medical

Association's Committee on Medical Rating of Physical Impairment to conclude

that "impairment" is, in fact, the sole or real criterion of permanent disability 1

far more often than is readily acknowledged. This problem is becoming also

characteristic of definitions of severe disability forlthe purposes of rehabil-

itation services where severity is equated with the presence of certain pathology

and impairments - -i.e.; entitlement by impairment.

A second problem leads also to heavy reliance on impairments as indicators

and criteria of disability. In 4041te Of accepting a multiple causal model

for disability, some agencies tend to operationalize their definitiong, around

Formerly the Federal bureau concerned with this program was the Office

of Workmen's Compensation. "Workmen's Compensation" is still -the title in

many states.
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the more readily identifiable indicators and measurable criteria. In other

words, operational definitions may depart from the original concepts because

of emphasis on trmore measurable dimensions. A prevailing opinion states

that "impairment can be measured with a reasonable degree of accuracy and uni-

formity on the basis ofAmpaired function, as evidenced by losp.of structural in-
.

tegrity, pathological findings, or pain substantiated 1)% clinical examination."6

The comparison it our survey is made with equally significant but less easily

measured factors such as age, lack of skiOds, potential for retraining and

placement, education, and disfigurement.

A report by the Subcommittee of the House Ways and Means Committee on

the Administration of the Social Security Laws, states that "the Subcommittee

recognizes the difficulty of developidg and enunciating specific criteria for

the weight to be given nonmedical. factors in the evaluation of disability and

the extreme this area. But the Subcommittee believes that the

time has come, if it is not well overdue, to make a determined effort to develop
1

and refine these criteria and make them available to the evaluators and to

thenpublic in the form of published regulations."7

The utility of indicators or criterion factors depends upon the degree

to which (1) they are identifiable, (2) they are measurable, and (3) their

contributions to disability are identifiable and measurable. The-problem lies

primarily in the third requirement, and in this respect medical factors are

just as problematic as those of a nonmedical nature.

6.. The Committee on Medical Rating of Physical Impairment, "Guides to

the Evaluation of Permanent Impairment," Journal of/the American Medical

Association, March 1960.
7. Disability Insurance Fact Book, prepared by the Subcommittee on the

Administration of the Social Security Laws for the use of the Committee on

Ways and Means, quoted in a communication from the Vocational Rehabilitation

Administration.
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A t d factor that reinforces the heavy reliance upon impairments as

1K
indtcitots of disability is the interpretation of the term "cause" in the

various statutes. Nonengagement in iiainful activity may be due to disability,

tounemployment because of weak labor market conditions, or to mere idleness.

In order to draw the boundaries, most statutes state in one'foreor another that

for no engagemeni in gainful activity to be considered- as an indication of dia-
.

ability, it must have occurred because of the presence of impairments. Often

the term "because" is interpreted to mean that impairment is a peceasary and

sufficient 'cause for disability and that in this sense the two are equivalent:

Differences between. impairment and disab4ity in definitions and indicators

negate such interpretation, except in cases where impairments are so extremely

limiting as to become the sole 4eterJ.nants of disability. However, in most

cases (including those allowed benefitsunder a vardty of programs), impairments

are actually a contributingicause. To interpret'the term "because" as meaning

necessary and contributing, rather than sufficient, cause would lead to a more

fruitful inquiry into the definitions and measurement of disability.

Differences in criteria constitute a fourth influence on operational defini-

tions. Agencies may agree on factors that contribute to disability but use

different cutoff points when distinguishing the disabled from the nOndisabled.

For example, with most private insurance, at least for an initial period, an

individual is considered disabled if he cannot perform work similar to his

own job. In contrast, under Social Security programs, an individual must be

unable to engage in any gainful activity in order to qualify for disability

benefits.

Some agencies rely primarily on the judgments of professional groups or

teams with few or no indicators or criteria to guide decisions. In effect,

the operational definition of disability in such agencieT is that it is what
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one or a group of professionals Bay it is. Welfare agencies leaned more in

this direction in evaluating applicants for the program of Aid for the Perman-

ently and Totally Disabled (APTD). The general acceptance of a physician's

statement for the purposes of Temporary Disability Insurance (TDI) provides

another example of this approach. Often, extraneous factors such as individ-

.

ual differences among professionals and variations in therapist-patient relit-

tionships strongly influence this as an operational definition.

Abstract concepts in studies and statutes usually evoke less controversy

and disagreement than the indicators and measures Alsed to operationalize them.

In research, the relationship between concepts and measures calls into question

the scientific issuesnf reliability and validity. In addition, the .important

legal and moral question of equity is often raised concerning measures uaed

in establi ing eligibility for benefits and services in the various disability

programs.

In specifying operational definitions of concepts embodied in the statutes,

administrative agencies exercise what actually amounts to legislative power.,

Operational definitions': re used in many studies and programs as a way to deal

with the complexity of concepts such as disability. Serious,challenge to such

definitions and measures employed by service agencies usually comes from the

courts n cases go that far, which is less likely in the case of rehabilitation

services than in relation to cash benefits.

In the sections which follow, we estimate numbers of severely disabled

persona, always conscious of the fact that we deal with survey definitions.

O3ir estimates are of the populOtiod of the long -term severely'disabled, but

to the extent that the educationa44 rehabilitative, or other'service programs

are successful, the population under study does not remain a fixed one. Even

the stability of the aggregate totals ovr.- time should not obscure the fact

.
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that any individual with "severe disability" today may, with programmatic help,

personal resolve, or technical breakthrough, emerge as a member of the work
A,

force or a person better able to perform in an ordinary social role.

This last is a crucial point, because it indicates the dynamic character

of the problem. In 1955, the Department of Health, Education, and Welfare

made a study of the homebound. There were many descriptions of the persons

who at that time were so disabled as to be confined to their homes. Many,

for example, were quadriplegics from trauma or polio. Most of these persons,

if they live# at all, were confined to life in an iron lung or on a bed with

an attendent on duty. Today the executive director of one of the organizations

which participated in the Comprehensive Needs Study has quadriplegia from polio,

gets around Berkeley unattended in his electric wheelchair, and travels across

the country with his portable respirator. Such breakthroughs in technology,

both in medicine and hardware, have freed 6cm their beds many persons who

were considered homebound 20 years ago.

What this development has done for the concept of disability is to identify

a new set of persons for whom the labor market and vocational rehabilitation

must make places.. These persons have in turn identified architectural and

transportation barriers because they are now able to get out of their homes.

A decade or two ago an intellectually unimpaired paraplegic or quadriplegic

without doubt would not have been considered feasible for vocational rehabilita-

tion. Today, many rehabilitation professionals, while considering most para-

plegics severely impaired, would not say that they are automatically infeasible

for rehabilitation. .iany quadriplegics, if they have some residual limb movement,

can be trained to be mobile and employed, although the need forlattendants is

still present and employer reluctance is great.
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To a greater and greater extent, thiO4 most severely disabled.or,most

severely handidapped are those in various 4ns itutions or those still homebound.

jl

For the most part,.VR has done little for them because of its mandate to look

to employability. But if independent living is the goal, then this is a key

population. Many persons in institutions are there, not because they'are so

much more impaired than others in the community but because there is no one

to care for them or they are poor. This is the way in which they can receive

public care. There is no set of public programs oriented toward maximal self-care

by these people in residential settings of their choice. To this extent, the

. issues get involved with questions of the deinstitutionalization of the severely

impaired, including the elderly, as we will discuss in the section on Long

Term Care. "oa:'

.
However, the most severely disabled and those needing long term care are

-17

not synonymous. Many severely disabled persons do not need long term care,

even if we define this care to include in -home services where one o'f the key

requirements is some level of supervision. The reason is that many severely

disabled persons can care for themselves, despite the inconveniences caused

by architectural and transportation barriers and reduced income as well as

the nature of their disability.

It is this distinction between ability to care far oneself and the need
) '

for assistance and supervision which distinguishes the target population of

long-term care (LTC) from the most severely handicapped, rather than the duration

or severity of disability or the care setting. A paraplegic in a wheelchair

may be quite capable of self-care. The indpIdidal may need more income, some

social services, perhaps same VR services, but not necessarily long term care.

Othersfor example, the severely retarded or the, very old senile person--may
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have no compardble severe disability condition with respect to mobility or in,

the sense of body damage but may require long term supervision and assistance.

Mental Conditions

4
The conceptual differentiation discussed so far is more cleaily appli-

cable to physical than to mental conditions. Many contend that models used

in defining and identifying structural and physiological pathology and impair-
.

ments are not suited to emotional and intellectual problems. Proponents of

this position also maintain that the etiology and definitions of the latter

problems are more socially grounded.

While examples can'be found to fil the conceptual entities in the present
'Yr

scheme, three major difficulties are encountered in applying them to emotional

and intellectual conditions. The first is that, except for certain types of

cases including organic conditions, the indicators of pathology, impairment,C.

functional limitations, and disability are not, empirically separable.- They

are all inferred from.the same behavioral manifestations.

The second difficulty lies in that, given the absence of signs and laCor-

atory findings identifying many types of emotional problem, the diagnosis

dependd upon symptoms expressed by the patient. This relates to the'third

difficulty, the absence of well-established and widely observed criteria for

consistent .classification, even on the?asis of pymptomL

The status of knowledge about mental disorders has led some researchers

.and adminiatrators to concentrate on measuring limitations and dioabilttiea,

bypassing the identification of pathologies and impairments as ane.initial atep.

While less appropriate for treatment and clinical management of patients, this

approach better serves the purpose of evaluating eligibility for disability-

related benefits and assistance. It is also entirely consistent with the thesis
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embodied in the conceptual distinctions presented above--that disability is

manifested at the social level rather than according to the degree of physical

impairment, that different typies of im airments may result in the same pattern

of disability, and conversely, that similar impairments may result in differing

patterns of disability.

Survey Respon's to RSA Definition,

The first question in Part I of the provi er survey addressed cTs of the

most basic questions in the Comprehenai e Needs Study, namely: ."Whois severely

handicapped?" Respondentswere.presen d with the definition of a "severely

handicapped persons taken from the Rehabilitation Act;of 1973, as implemented

by the regulations of the Department of. Health, Education, and Welfare. There,/

4

a severely handicapped person is defined as one who:

Has a severe physital or-mental disability which aeriouitly limits his

functional capacities (mobility, communication, self -care, self-direction,

work therapy or work skills) in terms of employability;.

whose vocational rehabilitation can be expected to require multiple'

vocational rehabilitation services over an'extended period oftime; and

who has one or more physical or mental disabilities resulting from

amputation, arthritis, blindness, cancer, cerebral palsy., cystic fibro-

& sis, deafness, heart tiisease, hemiplekia, hemophilia, respiratory or

-pulmonary dysfunCtion, ental retardation, mental illness, multiple

sclerosis, muscular dystrophy, musculo-skeletal disorders, neurological

disorders including stroke and epilepsy, paraplegia, quadriplegia, and

other spinal cord conditions, sickle cell anemia and. end -stage renal

disease, or another disability or combinatian of disabilities determined

on the basis of an evaluation of rehabilitapion potential to cause cam-

paroable substantial functional limitation. .-

When the respondents were asked totcOnsider whether the definition quoted

14.

above provides an adequate operational definitiOn of a,severely handicapped

individual for vocational rehabilitation purribses, 86 percent answered affirms-

,
tively. The open-ended responses gave insight into the current definition's

inadequacies, particularly when the respondents were asked to consider alter-

native definitions.
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Table 2-2

I(esponses to Question About Adequacy of Current
Definition of Severely Handicapped

Affiliation of Respondents Definition Adequate Definition Not Adequate Total

State Departments of
Vocational Rehabilitation

a

State DVR directors and
r--- blind agency directors

Sheltered workshops

Rehabilitation centrs

Voluntary rehabili7 _ lir

tation agencies

Developmental, disabilities

EduCators

Insurance rehabilitation
staff

Rehabilitation specialists

Total

% N %

504 85.4 86 14.6 590 '100

48 76.2 15 23.8 63 100

83 93.3 6 6.7 89 100

149 85.1 26 14.9 175 100

r

127 87.6 18 12.4 145 100

15 78.9 4 21.1 19 100

35 87.5 5 12.5 40 100

16 .84.2 3 15.8 19 100

31 79.5 8 20.5 39 10'

1008 85.5 171 14.5 1179 100

A total of 188 persons responded with write-in comments. Out, of those

responding, 45, or one out of four, felt that severe handicaps should be

defined solely in terms of functional limitations. Thirty-one feltLthe defi-

nition should take into account extenuating personal characteristics (e.g.)

4 age, education, etc.) and/or outside factors that might affect rehabilitation,

such as availability of services and .the state of the job market. Some felt

that the current definition was too restrictive, too vague, or too broad.

Others believed that a severely handicapped person should be defined in terms

of time and services required for rehabilitation, or as "one who in all

Probability cannot belinployed."
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Chapter 3

THE VOCATIONAL REHABILITATION SYSTEM

The Vocational Rehabilitation system, which includes the State-Federal

program And private, non-profit organizations and facilities, attempts to

serve a vocationally disabled population. Included in this group are indi-

viduals who, as a result of a mental or physical handicap are unable to

develop or regain vocational skills necessary to employment. Consequently,

they are totally or partially unable to carry on gainful employment. The

Federal Government pxovides 80 percent of the funding for the Federal-State

programs. Most vocational rehabilitation services are provided through

the Basic Support Program and the Trust Fund Program of the Rehabilitation

Services Administration (RSA). Other agencies engaged in or assisting reha-

bilitation include the Veterans Administration, Manpower Administration of

the Department of Labor, the Office of Education, the Bureau of Education for

the Handicapped, the President's Committee on Employment of the Handicapped,

the Work Inceritive Program, and the Federal Employment of the Handicapped

program.

*

The range of servides gaerally available under the vocational rehabili-

tation program for serving the various needs of the disabled include vocational

training, income, health, educational, and other services to -encourage self-

4
support so that the individual can gain or regain the abilities necessary to

engage in vocational activity. The program is taitir to fit the individual's

needs, capabilities, and desires. In addition to vocational education and/or

on-the-job training it offers extensive testing, restoration, services to the

family, and other'supportive serviced such that the individual has the greatest

chance of achieving a rewarding vocational goal. If the individual.cannot

compete in the labor market because of functional limitations imposed by the
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disabling condition, he or she can still be.productive in work guch as house-

keeping or sheltered employment.

Eligibility criteria specify that the client must have a physical or

mental condition which is expected to be stable or become more severe and which

causes loss of ability to engage in normal activities or a limitation on activi-

ties. In addition, there should be reasonable expectation' that the services

provided will allow the individuan4o engage in gainful employment in sheltered

workshops, or in the home. These criteria generally disqualify individuals who

fall into the following eategories: 1) persons whose mental or physical condition

does not prevent them from engaging in vocational activities; 2) those who are

either too young or too old; 3) those for whom vocational rehabilitation is a

remote possibility because of the severity of disability; and 4) those

who do not want to achieve a goal of vocational activity or see it as unrealistic.

One criterion for determining the need for Vocational Rehabilitation ser-

vices is the incidence of disability. Attempts to estimate the'number of dis-
f

abled persons who T\ dOlFate receiving rehabilitation services have produced

Widely varying numbers. This is because the criteria for acceptance are not .

clearly articulated "from region to region and also because the receipt of ser-

vices through the Vocational Rehabilitation system is not limited to a single

program. Thus there are inevitable instances of double counting. In any case,

the size of the Vocational Rehabilitation program and the number of rehabilitants

have increased. The number of persons who applied for services during the year

increased by 4 percent in FY 1973 over FY 1972, from 1,379,196 to 1,431,347.

Of these cases referred'in FY 1973, 71 percent (1,017,630) were new applicants

as of July 1, 1972. Approximately 34 percent of these cases were accepted for

services, 35 percent were rejected, 2 percent were accepted fol.) extended evalu-

ation services, and no decision had'been reached concerning the-eligibility of-
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A

the remaining 29 percent as of June 30, 1973. There was an 11 percent increase

in the number of persons rehabilitated, from 326,138 in FY 1972 to 360,726 per-

sons in FY 1973.

""tekeral problems have been cited which hinder the effective operation of

the Vocational Rehabilitation program. These include insufficient funds, in-

adequate coordination among different agencies which provide services to handi-

capped persons, nd lack of outreach to persons needing vocational services,

especially the most severely disabled with low potential for vocational success.

Another criticism suggests that counselors select the least disabled persons

eligible to receive services under the program so as to increase the. number of

successfully rehabilitated clients. It is difficult to test this hypothesis,

since in many studies are classified by typelaf disability rather

than by severity of disability. Results of the 1966 Social Security Survey of

the Disabled show little variation between the numbe severely disabled who

received services and those who were occupationally disabled or who had

sendary work lim ations. Of those accepted into 't program, rougly 80 per -

11'cent are success lly rehabilitated.

Table 3-1

Percent of Disabled o -Institutionalized Adults
Aged 18-64, Receiving Services, 1966

4verity of
Disability

Number in
Thousands

Percent Who Received
Services

Severely Disabled

Occupationally Disabled

Secondary Work Limitations

6,100

5,014

6,639-4
,

1

I3

13
>

10
'1

Source: Social Security Survey of the Disabled, 1966.
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116

Jaffe, in a study of workers in New York who had sustained serious, permanent

work-related_injuries, found that only 1 in.10 had received vocational rehabilita-

tion services following their injury. Two in 10 ended up with either a very poor

job or no job at all, and nearly 6 in 1.0 held jobs that were no better than the
1

ones they had he d at the time of injury. 1

4 4
Other studies have found that only small percentages of disabled employed in

various occupations have found their jobs with the assistance of vocational reha-

bilitation services. For example, the National Committee for Careers in Medical

Technology found that only 5'percent of disabled people working in medical Zabora-

tories had had the assistance of VR services. The authors further found that VR

agency Aferrals to medical laboratory training programs did not increase, even

after substantial efforts had been made to inform VR agencies and counselors of

\a special program for the disabled in medical laboratory training. 2

While studies indicating that very small percentages of employed disabled

people have received VR services are not conclusive in that no est4 ion is made

of the proportion of these workers who could have benefitted from them, they do

tend to support the conclusion that these services fair to reach many who need

them. It seems likely that among the employed disabled, a large proportion could

have found their jobs faster, or found better jobs, with ?e aid of good VR

services.

a>,

A Greenleigh Associates study findi)that rat only VR services but other

services aimed at placing people in employment are greatly underserving the

disabled population. 3
This is true, for example, of the U ployment Service

1. A. J. Jaffe, Lincoln H. Day, and Walter Adais, "Disabled Workers in the
Labor Market," Rehabilitation Literature, May 1969.

2. Careers for the Handicapped in Medical Laboratories, Final Report
(National Committee for Careers in Medical Technology, 1969).

3. Greenleigh Associates, Inc., A Study to Develop a Model for Employment
Services for the Handicapped (Chicago: The Associates, 1969).

4
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and the Department of Labor's Manpower Development Training Act (MDTA) programs.

Neither of these services has specialists or special programs fo the disabled.

The study found that the MDTA programs in particular were 'greatly underserving

the disabled because of their'tendency to take only able-bodied trainees.

Results of a qtudy of selected dehonstration projects.to assess the delivery.

of Vocational Rehabilitation services for disabled public assistance clients

reveal that the major reasons for non2-acceptance into a project were: little or

no functional capacity for work due to the limitations imposed by the disabling

condition; refusal to accept services; the nonexistence of substantial disability;

and a combination of disability, illiteracy and lack of ski11.4 Throughout the

analysis, variables which indirectly indicated the severity of disability (e.g.

receipt of Aid to the Permanently and Totally Disabled and the presence or absence

of a secondary disabling condition) were consistently reitited to both client

acceptance and rehabilitation rates.

Vocational Rehabilitation agencies rely on rehabilitation facilities for a

great proportion of client services. Consequently, the success of the VR program

is depAdent.on the growth and effectiveness of rehabilitation facilities which

provide evaluation, treatment, and training for handicapped persons, particuiarly

the severely disabled who could not be effectively rehabilitated without the

assistance of these operations. Facilities,include sheltered workshops, compre-

hensive rehabilitation centers and a variety of centers for the treatment of

specific disabilities such as disabilitieb in speech, hearLig, and sight, and

mental retardation, and illness.

Sheltered Workshops play an important role in the rehabilitation system.

Generally, these facilities not only expose the disabled individual to the ---

4. Greg and Sherwood, A Report on Fourteen Demonstration Projects in the
Rehabilitation of Public Assistance Recipients (Gainesville, Fla.: Florida State
University, 1971).

A
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experience of doing re l.w lrk for real pay but also rehabilitate him to respond

and adapt to the routin nature of work. They focus on vocational adjustment

and/or training but may p ovide comprehensive rehabilitation services. Many of

their functions may overlap with the roles of other agencies and facilities within

the rehabilitation system. Tin addition, thy have a potential for expansion to

serve the more severely disabled. These organizations repreesent a heterogenous

population motivated by differe t interest groups with different objectives. They

operate as social agencies, buO.ness organizations, or production operations,

serving individuals with a particular kind of disability or a wide range of dis-

ability type.1 However, Sheltered Workshops serve a client group which differs

in several ways from the general population of rehabilitants in State-Federal

VR programs. They represent a proportion of the VR population whose vocational

and educational incapacities are greater than those of the average rehabilitant,

who suffer from more severe impairments and are more economically disadvantaged.

The majority of Sheltered Workshops are administered by the Department of Labor,

which provides wage and hour certificates so that below-minimum wages can be

paid to clients.

One of the strengths of the VR'process is its expertise in case management

and the brokering of community resources. However, VR has little experience

with really long durational case management, as will be requirqd for many in an

independent living program. Persons in nursing homes or in retardation facil-

ities may need tracking for years, for example.

t. 1

THE REHABILITATION MODEL

The rehabilitation process is a sequence of services designed to move the

handicapped client toward the goal of placement in a gainful occupation.

Along with the client, the rehabilitation counselor has the central role

in the rehabilitation process. The counselor facilitates movement toward the

G2
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J
achievement of a realistic vocational goal. USually the counselor is concerned

with the total process from eligibility dot = 1..,pation through coordinatiOn of

medical and.restorative services, provisio f training, placement, followup,

and closure.

The most important function of the counselor is to help the disabled client

o .

acquire insight into hil own capacities, attitudes, interests, alternatives,

and p rsonal characteristics in relation to the requirements, demands and possi-

-0

bilities of the local labor market. When a vocational objective is jointly

agreed upon, a services plan is developed to reach that objective.

The core of the rehabilitation counselor's work is counseling. However,

cant amounts of time are spent on coordination and integration of services,

evaluation of client performance, management of caseloads, case reports, job-

finding reports, and work flow.

1

Referral

The rehabilitation process is initiated when an individual comes or is

referred to a local agency for services. Table.3 -2 illustrates the sources of

referrals to rehabilitation agencies.

Eligibility Determination

Once an individual has been referred to a local VR agency, the case is

assigne to a rehabilitation counselor who arranges for the initial intake iqter-

/

view: The counselor's objective is to gather sufficient data to effectively

determine eligibility for services. Basic information is collected concerning

the individual's prior health and physical condition, intellectual capacity,

educational experience,vocational background, and personal, family, and soci

relationships. Throughout the evaluation period this information is expanded

and updated by additional counseling sesaions, receipt of pertinent medical
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Table 3-2

Sources of Referral of Persons Rehabilitated
by State Vocational Rehabilitation Agencies, FY 1972

(percent distributibn)

Type of Organization Number Of Persons Percent

Educational Institutions

37,937
10,555

22,902
21,135

12.4
3.4

7.5
6.9

. Elementary or Jiigh School
Other

Hospitals and Sanitariums
Mental Hospital
Other

Health Organizations
Rehabilitation Facility 5,121 1.7
State Crippled Children's Agency 782 0.3
Other (Public and Private) 11,150 3.6

Welfare Agencies
Public 26,914 8.8
Private 1,558 0.5

Pubic Organizations and Agencies
Social Security Administration 8,857 2.9
Workers' Compensation

IState Employment Service
2,264
12,161

0.7
4.0

Correctional Institutions, Courts 20,224 6.6
Other 13,708 4.5

Private Organizations
Artificial Appliance Company 4,494 1.5
Other

pIndividuals

3,793 1.2

Self-Referral 39,391 12.8
Physicians 30,711 10.0
Other 33,322 10.9

Source: Characteristics of Clients Rehabilitated in Fiscal Years 1968 - 1972
(Rehabilitation Services Administration, U.S. Department of Health,
Education, and Welfare, 1972), Table 8.
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data from hospitals, clinics, and physicians, and preliminary:diagnostic medical

and psychological studies to evaluate the client's rehabilitation potential.

Eligibility for services 1:6 based on three conditions:

1. presence_ of a physical or mental diaabi7,ity.

2. The existence of a substantial handicap to employment.

3. A'reasonkible expectation that vocational rehabilitation

services may enable the individual to engage in gainful

r--eMployment.

Eligibility determination is based on the eligibility criteria and the prelimi-

nary diagnostic study, rn' most States the determination of eligibility is the

responsibility of the rehabilitation counselor, made in consultation with -the

client.

In cases where the preliminary diagnostic study isinstifficient to deter-

mine rehabilitation potential, the counselor may recommend certification of a

period of extended evaluation not to exceed 18 months. The scope of services

provided during extended evaluation may include any that are necessary to

determine the individual's vocational potential. At any time prior to the

completion of, the 18-month period, termination of services shall take place

if it has been determined that vocational potential is not present or the

individual is found ineligible for "services because it has been firmly established

that rehabilitation services will be of no benefit in terms of employability.

A decision of ineligibility for rehabilitation services indicates that the

criteria for eligibility cannot be met. Ap individual who has been found

ineligible for services has the right to:

-- Appeal the decision and request an administrative review.

-- Request a fair hearing if he is not satisfied with the administrative

review.
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-- Have the eligibility decision reviewed on an annual basis.

-- Know that his indiVidual"case record will be kept confidential.

The Individual Written Rehabilitation Program

The development of an Indiiiidual Written Rehabilitation Program (IWRP) marks

the beginning of the disabled person's rehabilition process. The first step

in piovidini services or extended evaluation for eligible clients is a written

rehabilitation plan jointly formulated by the client an counselor. The primary

purposes of,the IWRP are to define the long-range employment goal for the client ,

and the specific intermediate services to be provided in the achievement of this

goal.

\
Together the client andocounselor develop the plan based on a realistic

assessment of the individual's potential achievement through the sequence of

rehabilitation services to be provided. 'Intermediate object es are determined

that will detail the steps needed to be taken by the client and counselor in

the implementation of the plan. As far as possible, the IWRP must specify the

services to'be provided, tae projected initiation date of each phase, and the

duration of each program sequence.

Provisions are made for periodic review and evaluation of the cltent'd

progress toward the rehabilitation objeCtives. ,The clihnt and counselor decide

what kind of criteria or evaluation procedure will be used to measure the

individual's progress. Depending on the individual's program, some of the means

of evaluation commonly used are medical reports, grades, training progress

reports, client feedback and self-assessment, and the counselor's assessment.

The IWRP must also include the extent to which, if any, the client will

participate in the costs of rehabilitation services. States may elect to apply

an economic needs test in providing services to 'an individual. However, no

. 6 6
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-need! test can be considered in providing the basic program services of evalua-

tion of rehabilitation potential, counseling, guidance, referral services, or

placement.

Revisions or amendments to the IWRP are made as required.

Rehabilitatipn.Services

(The range of services provided to the disabled individual may cover any

goods .and services necessary for the achievement of vocational potential. T The

rehabilitation counselor arranges for the purchase of services outlined in the

"rindiAridual's rehabilitation plan. Full use is made of all uvatii9e public

agency services. Services may also by purchased from endfea,and

individuals who serve the general public. The scope of-setesai,allable to

the.handicapped individual is comprehensive and. may include

1. Counseling and.tuidance.

2. Physical and. mental restoration services.
1?)

3. Prevocational evaluation and training.

4. Vocational and other training services, including personal and

vocational adjustmnt, books, tools, and other training materials.

5. Maintenance allowances during the rehabilitation process.

6. Transportatiod.

7. Services to the handicapped individual's family when such services

are necessary to the adjustment or rehabilitation of the handicapped

person.

. 'Interpreter services for the deaf.

. Reader services, rehabilitation services, orie ation, and mobility

services for the blind.

10. Telecommunications, sensory, and other technological aids as devijcs.

11. Wbrk adjustment and placement counseling.
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12. Placement services.

13.00ccupational licenses, tools, equipment, initial stocks, and supplies.

14. Any other goods and services which cn, reasonably be expected to

benefit the handicapped person in terms-of employability.

Medical Restoration Services

Physical restorative services are furnished to a client when such services

can reasonably be expected to eliminate or substantially.re'duce fhe handicapping

condition within 'a reasonable period of time and the individual's physical

condition IA stable or slowly progressive in nature. These services include:

1. Medical or surgical treatment.

2. Psychiatric treatment.

3. Dentistry.

4. Nursing services.

5. Convalescent, nursing or rest home care.

6. Prosthetic devices,

7. Physical therapy.

8. Occupational therap.-
.0

9. Physical rehab ditation in a rehabilitation facility.

10. Other,medical or pedically-related rehabilitation services.

Mental Health Services

Clients with emotional or psychiatric disabilities may be provided psychi-

atric services nerp Qnry to.accomplish vocational rehabilitation. Treatment

- May include paYalgitherapy, marital or family therapy, group psychotherapy or

whatever is considered appropriate for the individual client.

Training

Vocational rehabilitation training includes any type of tTaining that may

be necessary for rehabilitation and can be categorized as vocational, prevoca-

tional, or personal adjustment training.



Vocational training,for a specific occupation provides the knowledge and

skills necessary for performing the tasks of that occupation.

Prevocational training is basic training given for the.acquisition of

background knowledge preparatory to vocational training or employment where. the

primary skills are learned on the job. Prevocational training may also be pro-

vided for the removal of educational deficiency which interferes with the

utilization of job skills Areatly possesik by the client.

Personal adjustment training includes training given to:

1. Assist the individual to acquire personal habits, attitudes, and

skills that will enable'effectivp functioning with a disability.

2. Develop or increase work tolefance prior to engaging in prevocational

or vocational training or employment.

3. Develop work habits.

4. Provided skills or techniques for-the purpose of compensating for the

loss of limbs or sensory function.

The training components of vocational rehabilitation services are broadly

defined so that the training needs of the handicapped individual being served

can be met. Training may be pro-Ciided at schools, colleges, or universities;

workshops or rehabilitation facilities; by tutor or correspondence,

apprenticeship or on-the-job training; or other training programs.

Work experience is primarily obtained through sheltered workshops. Transi-

tional workshops are used for clients between the medical restoration phase of

rehabilitation and more advanced training final placement in employment. The

workshop experience for many clients is an interim employment opportunity to gain

training and self-confidence in an on-the-job environment, For those unable to

compete in a regular employment situation, the sheltered workshop offers permanent

employment.
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Supportive Services

Materials necessary for the training of the client are provided. These

include books, supplies, tools, learning aids, materials used in mechanical or

technical training; uniforms, fees, small equipment used in technical, mechan-

ical, or commercial training, or any other materials required by the individual

training program.

Driving aids may be purchased for a client who needs them to operate an

automobile in order to secure or retain employment.

Trans3ortation may be provided when it is necessary for the attainment of

the vocational goal for clients in financial need during the period of rehabil-

itation.

Clients found to be in financial need may be provided a maintenance allow-
LI

ance to assist with the costs of room, board, and incidental expenses during the

period of rehabilitation and training.

Placement

The length of the' rehabilitation process varies from individual to individual

In some cases successful medical restoration maybe sufficient to return a
()<

disabled person to gainful employment or former occupation. For others --

particularly more severely handicapped persons -- the process may cover a period

of years. For these individuals the rehabilitation program may include extended

evaluation, restorative medical or psychiatric services, personal adjustment

e
training, vocational training, and/or on-the-job experience in employment.

`Placement represents to the client and..the,counselor the successful achieve-
,

ment of the objectives and goals of the rehabilitation effort. It is the long-

range goal toward which all interim> rehabilitation services are directed.
a,

The rehabilitation counselor usually participates in the placement process,

although sometimes specifically trained placement specialists participate in

this service element.

ti
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The counselor is responsible for seeing that the client is placed in

suitable employment consistent with the rehabilitation plan. For the counselor,

the placement process involves contacting employers directly, visiting prospec-

tive job sites to conduct job analysis, and referring clients for job interviews.

The rehabilitation counselor or agency placement specialist is not alrays

the direct placement agent for an individual. Many rehabilitated clients return

to their previous occupation or place of employment, whjCle some find suitable

employment on their own or through the vocational trailing program that they

have participated in. At times dents are referred to local Departments of

Employment Security (public employment services). Placement of clients is not

limited solely to the private business sector. Self-employment can be the

vocational goal of a handicapped person. The Rehabilitation Act provides for

funds to est'ablis'h individuals in small business enterprises, including

financial assistance to obtain required licenses, to9,1s,-equipment, and initial

stocks and supplies. Management and supervisory assistance are a so available

to clients who establish their own businesses.

Post-Employment Services

After placement in employment the counselor has the responsibility of

following up on the client's adjustment to employment. Supportive services.are

available to successfully 4habilitated clients to lend assistance in' intaih-

ing employment. These services are available to all clients when problems arise \\

after placement related to the original handicauping condition.

VR FUNDING FOR THE SEVERELY HANDICAPPED*

The Basic Support Program of Vocational Rehabilitation is a program of

formula grants to state rehabilitation agencies to provide and support

*These totals include Federal expenditure'S plus State and local governmen;.
matchings. We use these data for purpose of comparison of expenditures wieh.th4se
programs defined in Chapter 25 on other programs.
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rehabilitation services for the handicapped, With priority given to the needs of

the most severely handicappAd. An analysis of the data from the agency files

ells us to sort out those persons receiving vocational re1bilitation who

would be considered severely ,disabled under RSA standards. Utilizing this

technique, we have found that 40.56 percent of all vocational rehabilitation

recipients can be considered severely disabled. We use this estimate for all

vocational rehabilitation programs for which we have'no more specific informa-,

Lion. However, under some programs a person must'be "severely disabled" to

qualify for assistance.. Therefore we count all-expenditures for those programs
$

as going to the severely disabled. For the basic program we use 41 percent as

a.

the share otthe severely ,disabled and find that $301,862,000 can be allocated

to severe disability.

The Setlice Project Activities of Vocational Rehabilitation is a program

of project grants to State/VR agenciem to expand and improve services above those

provided under the Basic Support Program. Priority is given to the needs of the

most severely handicapped. Using the estimate of 41 percent severely disabled,

we allocate a portion ofthese expenditures to the severely disabled. Expendi-

tures on the severely disabled under this program thus amounted to $28,632,000
4

in 1973.

Vocational Rehabilitation for Social Security Disability Insurance gene-
,

ficiaries is a program designed to support State rehabilitatioh services for

those DI beneficiaries who show sufficient potential to return to gainful

employment; emphasis is on returning a maximum number to productive activity.

The payments for this progrAr originate from the Trust Fund and cannot exceed

1 1/4 percent of total cash payments to disabled OASDHI recipients (1 1/2 percent

after the beginning of fiscal 1974). Due to the requirdthents of the parent

program, we take 100 percent of these expenditures as benefitting the severely
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disabled. That is, we do not consider the fact that the recipients have

rehabilitation potential as a basis to consider them less than severely disabled.

We therefore calculated that $45,169,000 was spent on the severely disabled in

1973 under this program.

Vocational Rehabilitation for Supplemental Security Income Beneficiaries

is a program of Federal payments to State agencies for the referral and voca-

tional rehabilitation of Supplemental Security Income recipients. Since the

empiails here is on "vocational rehabilitation," we assume that few persons in

this program are past age 65 and therefore "old age" recipients. Thus enrollees

in the program are most likely to be either blind or permanently and totally

disabled. We therefore assume that 100 percent of them are severely disabled,

again based upon the entrance restrictions. of the parent program. We note that

those people who are clos as successfully rehabilitated very likel will not

be severely disabled at closure. Still, since SSI requirements at entrance are

\ the key factor, we consider 100 percent as initially severely disabled, for a

total expenditure on the severely disabled of $39,674,000 in 1973.

'13
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."\ Chapter 4
P

ESTIMATES OF THE SEVERELY DISABLED POPULATION NOT IN INSTITUTIONS

The few major urveys conducted to determine the extent of disability

among the noninst7utionalized disabled population in the United States include

the Social Security Survey of Disabled Adults (1966)7, the Health Interview

Survey (1969 -70), the Ohio State Survey ( 972), and the Census of Population:

Persons with Work Disability (1970). All of these surveys address the problem

of estimating the number disabled. Following the definitional conventions ,

of the previous section, then, they do not provide estimates of the number

of handicapped, because they do not deal with the concept of the interaction

of the disabled person and the environment.

The definitions adopted for this review of existing surveys are close to,

but4ot the same as, the terminology developed by Lawrence D. Haber of the

Social Security Administration.
1 The SSA terminology is very clear and useful

because it isolates such factors as physical impairment, functional limitation,

and work disability. It is not sufficient just to identify the disabled; for

this study, it is also necessary to identify those with functional limitations

in certain areas in order to plan programs for them. The major common element

in moat surveys is the-effect of impairment on work behavior, and for that

reason we focus on it here.

The Social Security terminology focuses on the term "dibability," which is

rooted in a physical or mental impairment. An impairment is a defect which comes

as a consequence of disease, accident, or abnormal birth. Examples of physical'
1

impairments include muscle atrophy following a stroke, paralysis following an

accident, or brain age coming as a result of abnormal birth.
2

.tv

1. Lawrence D. Haber, Identifying the Disabled: Concepts and Methods in

the Measurement of Disability, Report No. 1, Social Security Survey of the

Disabied: 1966 (DREW, 1967).
2. This sequence is not clear in the case of mental impairments. For

example, it is not clear that schizophrenia is a disease which causes certain

behavior impairments, as opposed to being a catchall label which conveniently

describes people whp are in some way different from a prescribed norm.

56
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A physical impairment might lead y) functional limitations, that is, to

restrictions or losses in physical activities such as walking, lifting, dressing

or eating. These functional limitations i urn might cause restriction of

normal activity such as going outside the ho e lees frequently, working less

than full time, or quitting work altogether. The activity limitations impinge

upon a person's ability to perform a particular role,' for example, the roles

of mother .or father, housewife, or worker.

Disability is.defined as the inability to perform a certain role. The

Social Security Survey concentrated upon work disability; more specifically,

long term disability was defined as "a limitation in the kind or amount of

work (or housework) resulting from a chronic health condition or impairment,

lasting 6 months or longer. "3

For the purposes of comparative statistical analysis, we have chosen to

define the following three groups of vocationally disabled.people:
4

1. Most Severely Disabled--Those individuals who reported that their

health kept them from working at all and who actually were not in

y
the labor force during the year prior to the survey, or who ad

become permanently disabled during that year.
5

2. Severely Disabled -- Those individuals with a health condition which

3. Kathryn H. Allan and Mildred E. Cinaky, General Characteristics of the
Disabled Population, Report No. 19; Social Security Survey of the Disabled: 1966
(DHEW, 1972), p. 2.

4. This analysis deals only with the noninatitutional population 18 Fo 64
years of age; other sections of the study will deal with children, old people,
and the institutionalized populations.

5. More specifically, the respondents must have had a heal.th condition
which prevented them from working for at least a year prior to the survey; they
must not have been looking for work at the time of the survey; and they must
not have expected to work in the year subsequent to the survey. Or, if they had

become disabled within the year prior to the survey (less than 1 percent of the
individuals most severely handicapped), they must have responded that they (a)
did not expect to work for the duration of the survey year or (b) were receiving
Social Security or APTD payments because of disability.
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allowed them to stork but only occasionally or irregularly. This group
"v.

also includes those persons who had said that their health prevented

them from working but who did not satisfy the other criteria neces-
,

a

sary to be considered most severely disabled.

3. Partially Disabled -- Those individuals who were able to work regu-

larly but had a health condition which limited the amount or kind of

work (including housework) they could do.,

DESCRIPTION AND RECONCILIATION OF PREVIOUS SURVEY ESTIMATES

To arrive at a 1975'estimate for the number of disabled, it was first

necessary to make a comparison of estimates from the existing major surveys.

The four surveys which wege used are described in more detail below. Each of

these surveys gave an estimate for the percentage of the population which

is disabled, shown in the last column of Table 4-2. These estimates are quite

different, ranging from

i

a low of 8.9 percent from the Health Interview Survey

to a high of 17.2 percent from the Survey of Disabled Adults. Furthermore,

the terminology and disability categories used in the analysis below will be

different from those which we have just defined, since each survey had its

own pet of definitions, which are of limited comparability.

Table 4-1 summarizes the estimates of the total disabled population and

of the disabled with complete work disability from four surveys: the Social

Security:Survey of Disabled Adults (SDA), the National Center for Health Statis-

tics Health Interview Survey (HIS), the Ohio State UnivLeitity Survey of Service

Organizations and the Pdglic (OSU)4nd the 1970 Census of Population and Housing,

We have chosen to focus on estimates derived from these surveys, because these

7

were judged to be most universal and most in conformity with the definition

of disability adopted by this study.

' 6
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Table 4-1

Estimates of the Disabled Population of Working Age
Derived from Alternative Surveys, by Degree of Severity

(in millions)

All Disabled

Disabled With
Complete Work
Disabilit y

male female total male female total

Survey of Disabled Adults (1966) 8.41 9.3 17.7 ' 1.6 2.1 3.7

Census of Population (1970) 6.4 5.7 12.1 1.8 2.8 4.6

Health Interview Survey (1969-70} 3.3 4.3 7.6 1.8 0.6 2.5

Ohio State University Survey (1972) 4.6 7.4 12.0 2.5 4.5 7.0

1

Sources: Urban Institute cross-tabulation of the SDA data file and the Census
Public Use Sample file; U.S. National:Center for Health Statistics,
Series 10, No. 80, Tables 1, E; Nagi, "Disability and the Severely
Disabled," Table 7, p. 35.

fir
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The estimates of the disabled population are standardized for differences

among the surveys in therage composition of the population b limiting the

numbers displayed in Table 4-1 to the population aged 18(t 64. We address

the question of estimates of severely disabled populations outside this

age range in the next section of our study.

( Table 4-1 reveale that the estimates of the total disabled population range

from a high of 17.7 million persons to a low of 7.6 million p rsons. The esti-

C-

mates of the severely disabled population show a cOnsiderabI

of variation, ranging between 2.5 million and '7.0 million.

smaller amount

Much of the difference among surveys in their estimates of the pa ally

disabled stems from differences in survey methodology. The largest estimate

were derived from the survey (SDA) that employed trained interviewers-Oo inter

viewgd the disabled persons directly. The other surveys relied on either mail:
. .

surveys (the Census) or did not necessarily interview the disabled person directly

(the Census, the HIS). This could have resulted in'an underreporting ofjnargin-

ally disabled persons by other members of the family.

Another factor that may eve caused variations is the difference of the

time at whicb tjie surveys ,were taken and the resultant' differences in population

associated with these time differences. In order to standardize for this, we

have also summarized disability prevalence rates in Table 4-2. -Prevalence rates

also vary considerably, ranging from_8.9 to 17.2 per 100 total population in

the relevant age range. Again, the prevalence rates for the severely disabled

display considerably less variation, ranging from 2.2 per 100 total population

to 6.3.

Other survey differences In definitions and methodology are discussed in ,

greater detail below.

5 8
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The Health Interview Survey

In the National Health Survey, of which the Health Interview Survey is

a part, disability is defined as "any temporary or long term reduction di a

person's activity as a result of an Acute or chronic condition.
6

For our

purposes, the most significant classification is between levels of activity

limitation due to chronic conditions.
7 These four categories are: (1) persons

unable to carry on major activity for their group, major activity referring

to ability to work, keep house, or eng4e in school or preschool activities;

(2) persons limited in amount or kind of major activity performed; (3) persons

not limited in major activity but otherwise limited; and, (4) persons not limited

in activities.
8

Separate data are collected on those who indicate some mobility limitation.°

In 1970, the HIS estimated that 8.9 percent of the population aged 17 to 64

years are disabled; of this group, 2.2percent are completely disabled.

The HIS has several important limitations when it comes to estimation

of the disabled population. One is that it undercounts the number of disabled

women.' In HIS, a person is asked questions about limitation in his or her

major activity, and major activity is defined as the activity the person did

most during the preceding 12 months. For men, there are two possible major

activities, working and doing something else. For women, there are three pos-

sible responses: working, doing something else, and doing housework.

6. Charles S. Wilder, Limitation of Activity of Mobility Due ,to Chronic
Conditions, Series 10, No. 96, National Health Survey (DREW, 1974), p. 51.

7. The health conditions must have been of at least 3 months duration

at the time of the survey or haGe been one of a number of conditions always

considered to be chronic.
8. Note that HIS disability categories do not correspond to the ones

we have adopted in this study.
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If a woian had become disabled more than one year prior to the survey

and had gat her job (or given up looking forca job), she might have stayed

home and done housework. In that case, the survey would have asked if her

health limited her ability to do houseViork. She could have replied negatively,

even though she may have had a-work-related dis.4bility; hence, t$,is work-related

disability would not have been picked up by the survey. By contrast, the SDA

asked all women if their health limited the amount or kind of work they could
Itt

do.

Table 4-3 gives the HIS and SDA estimates for men and women who were un-

able to work because of a health condition iir1966.9 While the SDA total is

over twice the HIS total, most of that discrepancy is accounted for by women.

Table 4-3

U.S. Civilian Non - Institutional Population Unable to Work Because
of Health Condition 1/, 18-64 2/ Years of Age, 1966: HIS and SDA

(in thousands)

HIS SDA

Total 1,523. 3,717

Men 1,142 1,610

'Women 381 2,107

1. FMS data include some women unable to do housework; SDA'datainclude only

those unable to work at jobs outsidethe house. In SDA, women who Could
not do housework were included among those with a "secondary work disabili-

ty," a category within partial disability. HIS data are for disabilities
of at least 3 months duration; SDA are for disabilities of more than 6 months
duration.

2. HIS data include 17-year-olds.

Sources: HIS: National Center for Health Statisti64, Report 061, Series 10,
July 1965-June 1967, Table 1.

SDA, Report #19, Table E.

9. The comparison was made for people who were unable to work because this
is a more unambiguous category than partial disability. Furthermore, as will be

described below, there are reasons to believeithat the SDA was much more thorough -

than the HIS in its estimation of the par..,:41117 disabled.
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a

The second HIS limitation is the use of a rather broad questionnaire which

covens a number of health-related areas, such as the presence of acute health

conditions, number of doctor or dentist visits, types of treatment undergone.
0

Eyeryone, disabled or not, is asked all the questions. It can be argued that

the more focused a survey is on a particular subject., the more accurate the

information it will produce on that subject.

Finally, in earlier years the.HIS relied on what is known as the "condition

approaCh," whereby a person was asked about limitations in activity only if he

first stated that he had a chronic health condition. Anyone who did not have

a chronic condition was never given the opportunity to state that he was limit-

ed i activity.
10 i

1970 Census

The 1970 Census of Population and Housing included three questions related

)1G,

to disability. This was the first year that the Census included questions

n disability, an .while this was an important advance over previous censuses,

the wording of the questions unfortunately was ambiguous, as discussed below.

Census data on disability had tw))categories: (1) those with a health or phya-

ical condition limiting the kind or amount of work they could do at a job were

4

classified as having "partial work disability"; and (2) those whose health

10. The NCHS, aware of this shortcoming, changed the HIS questio0aire
beginning in 1967 and 1968, so that a person is now asked firot if he has had
to restrict his activity an a result of a health condition, and then is asked .

to identify the health condition which caused the activity limitation. After

thin change was made in the questionnaire, the percentage of people reported

ao limited in their major activity increased, and at least for men, the HIS

figured became more comparable to the SDA figures. National Center for Health

Statistics, Limitation of Activity Due to Chronic Conditions, United Stated,
1969 and 1970, Series-10, No. 80, National Health Survey (DHEW, 1973), pp.

3-4; also, Interviewing Methods in the Health Interview Survey, Serieu 1, No.

48 (DHEW, 1972) , pp. 1-6.



or physical condition kept themffroM holding any job at all were classified .

as having a "complete work disabllity.
"11

The Census found that in 1970, 9.9 perdent of the population aged 18 to

64 were disabled, and 4.1 percent were severely disabled (Table 4-2).

,There-were two important limitations in the Census estimates of the number

of disabled people:

The questionnaire itself was very long and dealt with wnumberof

different areas. As noted above, this may have biased the estimates for

the number disabled people downward.

2. The Census question relating to severity of disability was very ambig-

"Does his health or physical condition keep h -from holding any job

at all?"

This last could be interpreted as meaning, "Is there any job that he cannot

do because of his health or physical condition?" rather han "Does his health

keep him,from working altogether?" (which was the intended meaning of.the ques-
v

tion)'. Many of the'partially disabled could have answered this question affirm-

atively and would have been classified as completely rather than pgtially

disabled. Accordingly, Census data may have underestimat4d the total number

of disabled people but overestimated the number Of completely disabled. A

comparison of Census and SDA data is consistent with this hypothesis

When looked* more cibsely, the difference between the two surveys' esti-

mates for those unable to work is accounted for in large measure,by white women

aged 50-64.
12

Further research would be yecessary to determine exactly why the .

data are so different for 'this particul.fr,group of women.

117.' It should- be clear that the Census disabilitycategories are sOme%kat,.
different from the ones we baVe adopted in,this study.' Those differences shOUfd
be kept in mind when reading the deiCription of Census data

-12. Michael' Arnow, "Estimates of Disabled Population for IAN', unpuhliihed
Paper prepared for the "Urban Inbtitute Comprerieusive Needs Study, pp. 20.,30A
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,

Ohio State University Survey of Service Organizations and the Public

Unlike the HIS and the Census, the OSU Survey concentrated entirely upon

disability, which was Viewed according to two scales: (1) a scale Of work
P

disability, and (2) a'scale of independent living disability. "The first scale

was based op responses to questions concerning,work statwe and work limitations.

Probes in work hiptories sought additional information about change in jobs or

work settings bcause of disability, and adjustments made by employers or

workers to *cdmmodate limitations in activities. ',Similarly, information was

sought abgnt the degree to which respondents considered themselves homebound

or needing assistance in mobility and in other activities involved in non-

instiiutional living ."
13

The OSU Survey found that 10.7 percent of the population had a work disa-

bility, including 6.3 percent who were severely disabled
14

(Table 4-2). In addi-

tion, it found that 11.6 percent of the population had limitations in independent

.living, and 5.3 percent needed assistance either for mobility or personal care.
15

Since the OSU Survey concentrated. entirely on disability, it did not suffe%

from the problem of having many unrelated topics on 'the questionnaire, wa\did, the

HIS and the Census. The OSU still gave estimates which were quite different from

SDA (much higher for completely disabled and much lower for partially disabled).

The major difficulty with this survey is its size. While for statisticli

purposes it is representative, there were a little over 5,000 respondents to '

the survey, 556 of whom were disabled (of which 334 were seVerely disabled).

\..-

13. Sa

University, 973), pp. 12-13.
14. Th category, also called "vocationally disabled," includes persons

le

Z. Nagi, "An Epidemiology of Disability," unpublished (Ohio
N

State

who were out of the labor market-due to disability (ncluding housewives
to do housework), and a small number of ,persons who Vere working on a limited,

part-time basis. Note that OSU's disability definitions are dif 1rit frd those

used in our study. ,

15. Saari Z. Nagi, "Tabulations from OSU Disability Survey," unpublished, 1972.
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ti

Survey of Disabled Adults (SDA) of the Social Security Administration

The Survey of Disabled'A4ults (SDA) was conducted in 1966 by the Social Secu-
%

rity Administration on the civilian non-institutionalized population of working age.

The sample was taken froma 243 first-stage area design, combining the
Census Bureau's Monthly Labor Survey (MLS), and Current Population Survey
(CPS) primary sampling units. About 30,000 households were selected from 7
population frames, including .18,000%frOm the CPS and MLS, 2,000 social.
Security Disability Insurance beneficiaries, 1,700 per:sons receiving Aid
to Permanently and Totally Disabled,. and 8,000 persons whose applications
for Social Security Disability Insurance benefits had been 'denied.16/

A:number of reports on this survey have beets published; in addition to

presenting data from the survey, they describe in detail the methodology used.

A followup was conducted in 1972, but results are not yet available from this

survey.

As Table 4-2 shows, the SDA gave the highest estimates for the number'of

disabled: 17.2 percent of the'population, including 3.6 percent'who were com-

pletely unable to work.

,On the basis of the SDA, Social Security'estimated that 17.8 million of

the noninstitutionalized persons between 18 and 64 were disabled for longer

than '6 months in 1966. The total included 6.1 million persons (5.9 percent

of the population) classified as severely disabled. 0( this group 3.7 cgillion,

or 3.6 percent of the population, were unable to work at all. Another 56million

persons (4.9 percent of the population) were occupationally disabled, d fined

as being unable to work at the job held prior to onset of disability or unable

totwork full/time. Another 6.6 millio persons (6:4 percent of the population)

had secondary work limitations, defined as able to work full time regularly

, but with limitations in the kind,or,amount of work they could perform.

16. Allan and Cinsky, General Characteristics, p.214

r-""
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The detailed analysis of the, four surveys,,which is outlined above,

indicates that the wide differences in estimates arerdue primarily to differ

ences in methoddlbgy and definitions. This istruepot only for the estimates

of all disabled, but for the estimates of the severely disabled as well.

In Tables 4=1 and 4 -2, the category "complete work disability" was used as

a lowest common denominator foi comparing files. Methodological differences

made a more exact comparison impossible. For example, the OSU estimate in

column 5 of Table 4-2 includes some people who worked irregularly, while the

SDA estimate does not: Similarly, the HIS estfmate includes women unable to

Rprform housework, while the Census does not. The SDA for its part, classifies

these women as "partially disabled." The coticlusfah to be drawn from Tables

4-1 and 4-2 is that even when the categories of least severity are stripped

away, when one"tries to identify some basic group of disabled the varioua esti-

mates differ substantially. Because of this fact, it was necessary to accept

one estimate as more accurate than the others.. The rationale for choosing

the SDA is summarized below.

Rationale for the Choice of Data File

There are a number of reasons for prefairipg the SDA
17,

to the,other surveys

discussed above.

First, the SDA used a dhort screening form. It contained only four ques-

tions, all direct and unambiguous, and all related only to disability.

17. Although da a from the ticial Security Survey are used in this report,

our disability catego es are gtduped somewhat differently:
(1) Two SSA groups--"ocoupational disabled" and "secondary work limi-

tations"--have been put together into one category, "partial disability."
7 (2) Of those called "severely disabled" by Social Security, those people ((3:

who actually were not in the labor market have'been defined as individuals most

severelydisabled. Those remaining are still called "severely disabled." For

more specific details, see footnote 5.
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Second, the screening form was mailed gut, rather tan being brought to

the respondent in Person (as was the case with HIS and OSU). This may seem

o be a disadvantage, but in the months prior to conducting the survey, the
,

So ial Security Administration conducted a number of tests and found that a/

mail questionnaire gave more accurate' results than a personal interview for the

initial identification of the disabled.

Third, the Social Security Administraion'purposely oversampled certain

groups which contained very high proportions of disabled persons (OASDHI bene-

ficiaries; persons receiving public assistance because of disability; persons

whose applications for OASDHI disability benefits had been denied). These

groups were then assigned weights which would give corresponding population

values of correct magnitude. It was important to survey these groups because

a strictly random sample of the population would have identified relatively

few disabled people, and sampling error alone could have seriously biased the

estimates.

ESTIMATING THE DISABLED POPULATION FAR,1975

The SDA was used, for reasons outlined above, to obtain estimates for the

number of disabled persons. Since data ate not yet available for the more

recent versions of the,SDA, it was necessary to use the 1966 survey and to

then update it.

Of the major data sources reviewed

,foe

has been conducted repeatedly over a per

give estimates which are very different

different time frames but because of di

here, only the Health Interview Survey

iodd of years. The other surveys

rom..one another not only because of

erences in definitions and methodol- .

ogy as well. Because of this, these s eys'cannot be used together to measure

changes over time in the disabled Ropulation.

8 7
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Despite the fact that the HIS cannot be counted on to provide realistic

estimates of- the number of disabled people, it can be used to examineewhether

the disabled population has changed over time. The key assumption to this

method is that any other survey conducted consistently over time would have

shown the same trend as that shown by HIS.

The 1975 estimates for the disabled population have been derived by taking

1966 prevalence rates from the SDA and updating them on the basis of linear

extrapolation of HIS data.
18

.

Level and Prevalence of Disability

The Urban Institute estimates that in 1975 there are 4.2 Million most severely

disabild individuals aged'18 to 64 (see Table 4-4).19 This would constitute 3.4

percent of the population kn that age group. The number of severely disabled

and the partially disabled w uld be 3.9 million and 15.2 million, respectively.

144Altogether, the disabled (of 1 degrees of severity) in this age group would

amount to 23.3 million people, or 18.7 percent of the population.

If one wished to include people over the age of 65, the estimate of most

severely disabled would be roughly 8 million. This figure is arrived at by

adding an estimate of 3.9 million persons over 65 who are substantially or

severely limited in their physical performance (derived from the OSU Survey)

to the 4.2 million most severely disabled aged 18-64.
20

18. For details of the extrapolation technique, see Arnow, "Estimates

of the'Disabled Population for 1975," pp. 35 -38..

19. Estimates in this section refer to individuals who have been
disabled for longer than 6 months.

'20. Nagi estimates that approximately 51:5 percent of the population

age 18 or more that is either Substantially or severely limited in physical

performance is in the 18-64 year old bracket. The adjusted estimate is

arrived at'by adjUsting the stimated.4.2 million most severely disabled

upward according to" this percentage. See Saad Z. Nagi, "Disability and the

Sevetely Disabled: Concepts and Prevalence," unpublished paperprepared.for
the Urban Institute Comprehensive Needs Study, 1975.,,,c,
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In addition, one could add an additional 188 thousand to this number if

one wanted to,include most severely disabled individuals who are bellw,the

ageof 18.
21

This estimate is arrived at from the 0.2 percent of the population

below the age of 17 unable to perform in their major activity (usually school

enrollment for this age group).
22

Functional Loss

The set of functional limitation classes was established for this study,

based on the classification scheme used by Social Security's Survey. Among

the most severely disabled aged 18 to 64, a high proportion (oler 50 percent)

have severe functional losS or are functionally dependent (Table 4-5). Not

surprisingly, the severity of functional loss increases drastically as one

goes from partial to most severe disability (Table 4-6).

Age, Race, and Sex Composition of Disabled Population

The severely disabled and most severely disabled who were 18 to 64 years

old had a higher proportion of women than the comparable partPally disabled

sample (Table 4-7). The proportion of nonwhite men was about the same for all

severity groups, but the proportion of nonwhite women was higher in.the two

severe groups; thus, the total pragortion'of nonwhites was higher in these

two groups.

The prevalence of disability was higher for older people (Table 4-8).

' Geographic Distribution of Disabled PopulatiodrTh

The 1966 Survey of Disabled Adults and the 1970 Census showed similar

/

distributions of noninstit tionalized disabled persons by geographic region

(Table 4-9). This similar ty is evident both for the total number of disabled

.21. Ibid., Table 14; and U.S._Bureau of the Census, Current Population
Report, Series P-25, No. 539.

22. Ibid.
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Table 4-4

Estimates of Noninstitutionalized Disabled
Population, Aged 18 to 64, for July 1, 1975 1/

Number in
thousands Percent

Total U.S. Population 124,800 100.0

Total Disabled Population 23,300 18.7

Moot Severely Disabled '4,200 3.4

Severely Disabled 3,900 3.1

Partially Disabled 15,200 12.2

1.1. For Definitions and Methodology, see Text.

Source: Urban Institute cross-tabulation of Social Security 1966 Survey of
Disabled Adults, updated by same methods described in Arnow, "Estimates of
Disabled Population for 1975," section on methodology.

Table 4-5

Functional Limitations of the Individuals, Aged 18 to 64,
Who Are Most Severely Disabled, Estimated for

July 1, 1975 1/

c3

Number in
thousands Percent

Total Most Severely Disabled 4,200 100.0

.

tionally Dependent 1,798 42.8

Severe' Functional Loss 521 12.40

Moderate Functional Loss 1,096 26.1

Minor functional Loss . 554 13.2

Loss not specified 231 5.5

1. For Definitions and Methodology, see Text.

Source: See Table 4-4.
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Table 4-6

Functional Limitations of the Disabled: NuMber (in thousands)
and Percent of Disability Group with Given Functional Loss

DIIARILITY
Most Severe Severe Partial
N % N

Functionally dependent - 1798 42.8 718 18.4 1414 9.3

-Severe functional loss 521 12.4 429' 11.-0 973 6.4

Moderate functional loss 1096 26.1 12 44 31.9 4545 29.9

Minor functional loss 554 13.2 994 25.5 4210 27.7

Loss not specified 231 5.5 515 13.2 4058 26.7

Total 4200 100.0 3900 100.0 15200 100.0

Source: See Table 4-4.

Table 4-7

Race-Sex Distribution of-Disabled, by Disability Group
(numbers in, thousands) 1/

DISABILITY
Severe Severe Partiallost

% N % N

White female 1974 47 1950 50 '6232 41

White male 1428 34 1131 29 6992 46

Nonwhite female 504 12 585 15 1064 7

Nonwhite male 294 7 273 7 912 6

Total 4200 100 3939 100 15200 100

1. Column numbers may exceed total due to rounding.

Source: See Table 4-4.
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Table 4-8

Percent of Population Disabled, by Age and
Disability Categories, Estimates for 1975

1AGE

DISABILITY

17-44

45-64

Most Severe Severe Partial

1.2 1.4

7.4 6.1

7.5.. 0.

21.0

I

Source: `)Arnow, "Estimates of Disabled Population for 1975.."

O
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Table 4-9

Percentage Distribution of Disabled PopulatiOn, by Geographic Region,

1966 and 1970

1966 SDA

Disabled Most Severe

1970 Census

.

Disabled Unable to Work

Total 100.0 100.0 100.0 100.0 r

New England 5.3 5.1 5.0 4.4

Middle Atlantic ' 15.5 15.4 16.0 16.9

East North Central 18.4 14.9 18.6 17.0
OP

West North Central 7.7 5.6 7.5 6.4

South Atlantic 18.9 22.1 16.6 18.3

Eaat South Central 9.4 12.0 7.6 .9.3

West South Central 9.1 10.1 10.3 10.9

Mountain 2.6 , 1.9 4.1 3.6

Pacific 13.1 12.9 13.9 13.2
a

Source: Survey of Disabled Adults: Urban Institute cross-tabulation; Census:.

General and Economic Characteristics, United States Summary, AC(1)-C1, Table ___J
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and for the moat severely disabled. According to both data sources, southern

States accounted for a higher proportion of the severely disabled than the

total disabled.

Individuals who are moat severely disabled were found in all areas, with

certain States, especially southern ones, containing a higher concentration.

In five States, Alabama, Arkansas, Kentucky, Mississippi and West Virginia,

the concentration of tost. Severely disabled in the general population was

at least half again as much as that in the country as a whole.

Five States had concentrations of lower than 70 percent ot that in the

Nation: -Alaskai Connecticut, Hawaii, Minnesota, and Wisconsin. The largest

.absolute numbers of the most severely disabled were found, of 494irse, in the

largest States. Four of these--California, New York: Pennsylvania, and Texas--

accounted for,nearly 30 percent of all the moat severely disabled (Tables 4-10

and 4-11). 1.

Type of Disabling Condition

Musculoskeletal and cardiovascular disorders were responsible for disa-

bility in the cases of overone-half of all the disabled aged 18 to 64, as

well as the severely disabled and moat severely disabled in this age group

(Table 4-12). Respiratory disorders ranked next for all the disabled, but

mental disorders and nervous system disorders ranked next for the severely

and most severely disabled.

As pointed out earlier, there are mady more people who have chronic health

condition than there are disabled people. Table 4-13 presents available data

on'ihe number of'people with selected chronic conditions. Note that there

is no total given for the number of people with one or more chronic conditions,

since adding up all of the figures giVen in the.table would lead to serious

problems Of doublecounting.

95
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Table-4-16

Individuals Most Severely Disabled, Percentage Distribution

byState: 1975 estimates

United States

Alaska

Alabama

Arizona

Arkanbas

California

Colorado

Connecticut

Delaware

District of
Columbia

Florida

Georgia

Hawaii

Idaho

Illinois

Indiana

Iowa

Kansa6

Kentucky

Louisiana

Maine

Maryland

Massachusetts

Michigan

Minnesota

Mississippi

Missouri

Montana

Percent

Nebraska

Nevada .....

New Hampshire

New Jersey

New Mexico

New Yorkp

North Carolina

North Dakota

Ohio

Oklahoma

Oregon

Pennsylvania

Rhode Island

-South Carolina

South Dakota

Tennessee

Texas

Utah

Vermont

Virginia

Washington

West Virginia

Wisconsin

'Wyoming

..

t

or

.

Percent

00

2.5

'1.0

1.6

10.4

.8

.9

.2

.5

.4.0

3.1

.2

.3

4.6

2.1

1.0

.9

2.4

2.5

.5

1.7

2.2

4.1

1.2

1.8

2.5

.3

,5

.2

.3

p2.7

.5

8.3

3.2

.2

4.9

.1.7

1.0

5.9

.4

1.8

.2

2.6

5.1

.4

.2

2.3

1.5

1.6

1.4

.1

*Less than 0.1percent

Source: Percentages computed according to Census (see Table 4-2)
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Table 4-11

Number of Most Severely Disabled by State.
1975 Estimates (in thousands)

Number

United, States . 4,200

Alaska. .

Alabama 105

,rizona 42

Arkansas 67

California 437

Colotado . .

Connecticut

'Delaware '

District of

34

38

8

Columbia 21

Florida 168

Geor 130

Hawaii 8

Idaho 13

Illinois . 193

*Indiana . 88

Iowa 42

Kansas 38

r

Number

Kentucky

Louipiana

Maine r

Number

ort Dakota . .

. 105 Ohio 206

. 21 Oklahoma' . . 71

71 Oregon ' 42

Pennsylvania

Maryland .

Massachusetts . 92

Michigan . 1.72

Minnesot

MisSissippi

248

Rhode Island 17

50 South Carolina 76

76 South Dakota 1 8

Missouri - - 105

Montana

Nebraska

Nevada

New Hampshire

Tennessee

13 Texas

21 Utah

Vermont .

13 Virginia .

New Jersey . . . 113

New Mexico,

New York.

21

349

North Carolina. 134

. 109

Washington

West Virginia. . 67

Wisconsin 59

Wyoming .

214

17

8 ,.

97

. 63

4

*Less than 0.1 percent of the -total.

9?

Ny.
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Table 4-12

ti Percent of Disabled Population, Aged 18 to 64,.wip Given
Major Disabling Conditions, 1966

J

Major Disabling Condition

TOTAL PERCENT

a

Most Severely Disabled
%- and Severely,,Disabled Disabled, Total

Arthiiti&, rheumatism, and other
musculoskeletal' disorders N

Cardiovascular disorders
o

Respiratory-relaeed disorders
#

Digestive disorders . .,e . .

100.0 100.0

25.2 ..... 30.9

25.8 24.8

8.7

5.5

9.9 6.3

9.6 5.2 (

2.7 ...... . . 1.7

2.8 . . ..... 2.5

2.7

'12.5 ,
2.4

4'13 4,9

Mental disorders

Nervods system disorders

Neoplasms

Urogenital conditions . .

Diabetes

Visual impairment

Other and unspecified conditions

Spurce: Allan and Cinsky, General Characteristics, p. 27.

P.

9

a

98

45
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Table 4-13

Prevalence of Selected Chronic Cohditions

Type el--Gondltion-- &umber-of Persons ,

(in millions)

Digestive .,' , . .00 . . 17.1

.. Respiratory
1

. .' 46.9
10

i

Skin 25.2

Musculoskeletal (mainly arthritis) 25,4
4

Circulatory . . . . \ 36.5

Visual ..e ; 9.6

..Hearing L-5

1 Speech 'defects 1.3

Paralysis, complete or partial

Absence of:extremities, all sites

Other impaLrments offtbs, back, trunk,
all sites

All other impairments (includes,mental
retardatiOn; abence, certaim other
sites; other deformities) t . 5.6

1.0Cancer

o

Source: Cancer: Amer can Cancer Society, '75 Cancer F cts and Figures,
'(The Society; 1974), p. 3.

All others: U.S. National Center for Health Statistics, Publicatioln
Series 10, No. 83 (Digestive), No. 84 (Respiratory), No. 92
(Skin and Musculoskeletal), No. 94 (Circulatory), No. S7 (all
other). 4 Na

I
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A number of organizationwserVing different groups of handicapped persons

provided estimates of their service populations for this study. Those estimates

are found in Table 4-14. Only 'a small number of disorders:is,listed and the

categories are not comparEible,to those-in the other tables.

4,0

4

4:1

6

h

1 V 0



83

Table 4-14

Estimated Number of People with Selected
Disabling Conditions

Type of Condition

Cystic FibrosiW

Number

** 40,000 1(

Convulsive disOrders (Epilepsy and other)
I

4,000,jt10
0

Multiple Sclerosis
.

-500,000 /,.

Muscular Dystrophy . . .. 20000 ',
/)

Cerebral Palsy (includeale,ply!persons 21 and over.
%

living in 13 metvopolitan areas and needing ..,
.

services)
It.

/ 8,000

Mental Retardation 6,100,p00

Mental Illness or Mental Disorders Unavailable
1

r-

No single estimate available due to problems of diagnosis and terminol-

ogy_: "A review of 25 field studies...revealed that in these investiga7
tions, the rate of mental disorders reported for the §tudy population
ranged from one percent. to over 60 percent. -The Advisory Panel'on
Financing Mental Health Care, American Hospital Association, Financing
Mental Health Care in he United States, NIMH, 1973, pt 3.

A

Source: The following goups`contributed information which was used in this

ic

table: United Cereb al Palsy Associations, Inc.;t:Cystic Fibrosis
Foundation of Americ ; National Association of the Deaf; National
Multiple Sclerosis S iety; National Association for Retarded Citizens; :

Muscular Dystrophy Association of Ame;ica, Inc.

4

r ty

-4$

o..

101



'Chapter 5:
e e:

THE MOST SEVERELY HANDICAPPED IN INSTITUTIONSI

7

The institutionalized population is often neglected when estimating the

number of persons considered severely disabled.. Large numbers of disabled
_et

individuals are in institutional care settings.

A Table 5-1 shows estimates of the institutional population for recent

years (1968- 1973.) by age grolip and type of facility. Figures'ih parentheses

are Census data. for 1970.

Points of major significance for this study are:

1. Approximately 1.9 million persons are receiving institutional care.

sf,

.

The figure.is derived by summing up the latest available data for eac type,-

of facility and adding an estimated 25,000 persons residing in privat 114

tutions for the retarded. Of the institutionalized population, 93.3 percent

(1.8 million) are estimated to be severely handicapped..

2. The majority of the population residing in nursing homes are

the aged (approximately 1 million).

3. A smaller number, about 500,000, are of working age, 18-64.

The Aata suggest that the character of the population in institutions i

P

changing, particularly within various age groups. There appears to be a de-

crease in the number of persons,in mental "hospitals, institutions for the

retarded, and chronic dfsease hospitals, and an increase in the number of

perbons in nursing homes. Some of these changes reflect Stat decisions

about deinstitutionalization and the placement of individuals intS alterna-

tive types of facilities, such as nursing homes, group homes, or other-types

of community settings. Much of ,this effort can be attributed to changes in

financing mechanisms such as Medicaid, changes in technology such as psycho-

therapeutic drugs, and changes in the general phiLosophy favoring community

' based treatment. In.comparison, the suri.,^t, that was done in 1967 by Social

84
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I

Seturity indipated that the Median length of stay for an individual in a
1

psychiatric 'institution was 6 years; for. those in facilities for t7he mentally'

retarded, 14.7 years; and for tho,se in chronic disease hospitals, 0.8 years.
1

might be thought that all persons.in institutions would

I.

be considered severely handicapped. However, many persons, especially in

mental. and acute care hospitals, are institutionalized for relat ely short

periods and then returned to the community.

Therefore, a distinction must be made between the severely and the non-

severely.handicapped in institutions. The proportions can vary. Frohlich
14

.

studied the institutionalized population and pointed out that any inmate who

has been a resident of a long-term medical institution or ward or a school -or
.. - . .

home for the mentally or physically handicapped 'and has an average duration

in the institution of 30 days or longer, an be considered to be severely

disabled.

Table 5-2 shows the number of residents by age and institution who are

.

considered severely disabled. To estimate the number of severely disabled

persons in institutions( the folloWing procedure was used.

Comparative data for State and county institutions for residents with a

length of stay of less than 1 mpnth were not available. If we use figures

from the National Institute for Mental Health of 27 percent for residents

with a length of stay less than 3 months, we would undere stil6te the number

of severely disabled. These data also reflect a percentage of the number of

'Versonsdischarged which is less than the number who are residents in the

institution. We consider the resident population on average to be stable and

1. Philip Frohlich, Who Are the Disabled in Institutions?" Social
Security Bulletin, October 1971, p. 4.

quit
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at.least 80 percent of the'total population receiving cart in a psychiatric

facility to be severely disabled.

We estimate the-institutionalized.dentally retarded who are severely

handicapped at 90.3 perent of the resident population. This proportion,

according to the National Association of Superintendents of Public.Residential

Facilities, would not be eligible for any type of noninstitutionalized setting

during FY 1975, in part due to the inadequacies of Community services. This

would be about 180,000 in 1975.

Table 5-2

Estimated Number of Persons in Institutions
tr- Who Are SeyerelT Disabled

Using as Percentages:

Psychiatric (80)
Mentally
Retarded (90%) Aged (100%) 0

Chronic
Disease (100%)

4,

Age 'Total Age Total Age Tote). Age Total

18 13,532 3 470

18-24 32.023 .3 -21 65,819 25 ,2,418

25-34 33,270 1/

35-44 41,856 22-4.4 82,744 25-44 3,087

45 -54. 56,225 45-64 7,617

4

55-64 58,739 65' 195,660

65+ 79,906 62+ 7,679 '65+ 824,073 65+ 12,0.70

-1

Total 315,851 (431,532)
1

156,712 (22,500)2 1,150,940 25,192
179,212

'rand Total: 1,786,876 severely disabled, 93.3 percent of the total
population in institutions.

. Total including faterally funded Community Mental Health)Ce4ers.
'Total number of residents in private facilities.

-
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I'

)

,
It is difficult to obtain information on the number.of severely tIndi-

11

----eapOed-wbo-azin4niteing,-homes or intensive care unite. We eesume that-

the-majority-of is iu'wpulation_has. en,,mwerewLege_ELP75.:_we-eboulCconsider

4

100 percent as eeverely handicapped. This is estimated as 1.2 million in 1975..
.

ti

Individuals in chronic disease facilities have been declining in number,_

but because ofthe typeisof conditions their stay dsually exceeds the lengthr,of

stay estimate of 30 days, and therefore this population isconsidered 100
P

percent severely handicapped.

About one-third, 510,764, df the severely handicappea'in institutions were

of working age (18-64) and an additional numer;of 82,389. were children under

18 years of age:,' .0/

We have estimated 4 total that 93.3 percent of the institutionalized'

O

population is severely handi6apped.' This amounts to 1,786,876 out ofk1,914,671

of the total institutional population.

0 6

\s,

0
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Chapter 6

VR AND THE SEVERELY DISABLED
. ft? ,

.

Roughly one-third PI the disabled population aged la through 64 can be

r

classified as severe]y disabled- on -the-basis- -of inabil,i-t7 o engage. market

work activity. Of these severely disabled individuals, -.:.,ughly one-half. Can

. be classified aemost severely disabled on the basis of (1) the duration of -

fr

-their disabling condition, and (2) their eligibility for welfare or .Social

e (

. Security payments Lrom programs that-serve only the permanently and totally

disabled. We have pointed dut that the prevalence of severe disability depends

1

0

on a'c mbination of social, ,economic, and labor market factors as well as on

the nature of the impairment. Hence our-estimates can only be used as general

touchstones.

Based on an analysis of the 1966 Survey of the Disabled Populationunder-
.

taken as-part of this Study, it was found that the severely disabled popula-

.tion tends to be disproportionately poorly educated and black. A disproportion-

ate nUmber have multiple disabilities, which tend to be concentrated in par'tic-.

ular classes. Moreo$er, a'disproportionate number of the severely disabled

. tend to be urban dwellers and welfare recipients.

The effect of Welfare status is obviously a reflection of the disabling N

Condition, although one could make the case for poverty being an *important

determinant of disability. Unfortunately, the analysis on which these findings

are based did not permit us to investigate- this point tore thoroughly. Also,

it Should be noted that there is probably a considerable amount of variation

in the prevalence rates 'within the particular class ofdisabilitiee reported

here, which further disaggregation wduld have permitted us to observe.

1

Data from the Vocational Rehabilitation (VR) program indicate that roughly

1 millrop people apply tip that program each year. If all these applicants

0

Oe

8V

107', ry

,10

11

4°

1
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are disabled, this represents about. 4 Id 5 percent 'Of ,the,disabled

This probably understates the true rate'of contact by the disabled population

wih the VR program, since it does not include disabled 7..rsons who applied

ih earlier years and were turned away. Roughly half of'tle applicanta'are

rejected each year', and it 'is conceivable that an additicaal dis-

abled persdns in today's pool had applied to the VR'progran forservices in,

earlier years. Even' if we were able to adjust the rate.cf application upward

so that it represented a rate of contact, the resulting share of the disabled
.0

pool would'%remain relatively 'small,

This does not necessarily mean' that the VR program is not reaching its
. -

target population. Not all disabled persons are eligible for VR services'.
/

'

To be qilified, a disabled person Must have a health condition that represents

a significant impairment to ability to work and must'haVe a good chance of

finding-employment after VR services are received. The labor market orientation
,

.

of t e program significantly' the target group of VR. It has 6
. - r , ,

1
mated thst,thia'targetgroUp ranges between 3.5 and 5.0 million.

Tabulations from the R-30 data file, a summary of data on all persona

s t i

t

/ .

..) v--
who apply to the'VR program, indicate that only 6 percent of the applicants

to the VR program in 1972 were rejected because their handicap was too atyere
4

or because their medicaf prognosis did not Indicate a long life'expectancy.

Given that rough'y one-third of the disabled population wap classified as

°
severely disabled, this suggests that fewer-severely.disabled than partially

disabled apply to the VR program.
/

1. John D. Worrell and Craig Schoon, +fethodology for Estimating .4.he
Vocational Rehabilitation Target Population: An Exploratory Analysis (Univer-
bity of Arkansas Press, 1975).

108,



9,1

. .

A comPariiommf the disabled population with VR applicants classified
i'

-
..: -

1),y sex, cape, And age seems" to support thip hypothesis (Table6.71). -Applicants 2,
; . 4.

a

are 62 percent male, partially disabled persons are 52 ptcent male, and severely

-., i..v

diA0yled personare 38 percent male. Thus VR applicagts more closely'reseMble:
. . ,

. ' .

the partially. disabled Population in their disthbutiop by ,sex.
.

Similarly, .72 gertent of the -VR applicants are 45 years of agof yoUnger; 2,

.

.
. ..,

. ',....._

0percent of the part, ially dialed-and ay 27 percept of the severely disabled
. , .

U.

.are in that 'age giOup. Thus, applicants more-closely repemble the pytialiy,

4illabledlp4Ulaion in Cher age:41stribution.

In cOntiast, applicants more closely rese?nble the severel,disabled in

their racial characteristics. VR

.the partially disabled population

population; is 21 percent black.

applicants.are roughly 24 percent black,

is 12 percent black, and the severely disabled

While khis evidence constitutes eak,support of the hypothesis that the

severely disabled are less likely toapply for VR services thekn.the partially.W

''disablOd,.Such behavior appears to be.intUitively plausible. The likelihood'

that disabled personA will apply to the VR program will depend in part on their

perception of the benefits to be expected from the program. Given the\employment

orientation.44ofthe current VR program, expected benefits would take the form

Of improved earnings potential 'that would result from the receipt of VR services.

.It can be argued that such an improvement-is less likely for severely disabled

- co

pons. ,A.recent study provides some indirect evidence to support this notion.

.

The likelihood of applying to VR is direerly related to the expected increase
.

.

?

2. John D. Worrell, An Evaluation of the Structure and Performance of Dis-
ability Programs (New Brunswick, N.J.: 'Disability and Health Economics Research,
Bureau of Economic Research; Rutgers University, December 1974.
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.
in earnings that will result from the receipt of VR services, which in turn

_f

is closely related to the probability of successful rehabilitation. The study
1

finds that the Probabiityof successful rehabilitatiod is inversely related

to characteristics thit contribute to severe disability..

In our survey of ,former patients an medical rehabilitation centers, we '

asked about reasons for nonapplication to VR. As`shown by Table 6-2, 19.8

percent did not want or need VR, 31.8 percent Xelt, they were too old foi the

program,.and 15.4 percent didn't know about it.

Table 6-2..

0

Reasons for Not Applying to VR
7

.ts 4 - : Number

,k'

Percent

Dae't want VR services 17 8.4
t Don't need VR services 23 11.4

Physician did not. want to refer . .- ' 3 1.5
Didn't know how to apply. '5. 2.5
Don't feel would qualify 13. 6:5
Unable,to get assistance to get to Vr 0 .0.0.

Distance from VR agency . ..... .. . .. . . . 0 ,.p. 0.0
Didn't get 'around to it 2 1.1

Applied more than 3 years ago 3 1.5

Age 64 ' .. 31.8
POor health "Th... "4 '2.0
Didn't know of VR .11 15.4 t

p. Other 15 7.5
Don't know 21 10.4

Total 201 100.0

A

Purther analysis of the characteristics of VR applicants reveals that

both accepted and rejected applicants more closely resemblethe partially

disabled than the severely disabled, in sex, race, and age characteris4cs

4
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(Table 6-440 40wever, the screening iltechdnism appears to focus on, applicants

who have characteristics of the severely disabled. Rejected applicants are

disprOportibnIktelY'black and old; severely disabled individuals are also

disproportionately black add/old.

However; while rejected applicants are disproportionately male, severely

-disabled people are disproportionately female. A partial explanation of this

may be that females can be classified as successfully rehabilitated as homemakers,

even if they do not have competitive employment and thus severely disabled

female Applicants offer better'rehA litation potential:than do comparable

severely dished men.

A mo/f sophisticated analysis, of gatekeeping in the VR program, undertaken

as part this study, allows us to estimate the likelihood, of beingirejected

for .app icants with alternative sets of sociodemographic characteristics and

o

with differing disabling conditions, who come frnm different sources of referral.

,Major factors affefsing rejection rates include age, 'source of referral,

S.

and-type-of disability. Applicants aged 45 and over have higher rejection

010 .

rates than comparable applicants .who are younger than 45. Applicants referred

from public organizations have higher rejection rates than comparable applicants

referred by hospitals. Applicants with some disabilities (e.g., 'allergies) have

higher rejection rates than those with other disabilities (e.g.,, amputations).

Employment conditions and finances have smaller but statistically signifi-

cant effects on rejection rates. Such rates tend to be roughly 4 percentage

points lower in S tes which allocate relatively large amountslof resources

to the VR program .e., States which spend as much as $65 lo $80 per disabled

person living in that St'ate). The resources effect implies that budgetary

constraints may be operating at the gatekeeping level and that an increase

112
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in the amount of resources available to qie VR program cc 1d lower the number

, IV,
of applicants who are turned away. .

An interesting finding also emerges when one compares the effects of

disablingconditions on rejection-rates with`the effects of such conditions

on the likelihood of being classified as severely disabled. If counselors

screened on severity and if the type of disabling condition was an important

determinant of severity, gne would expect to find a close correlation in the

rankings of disabling conditions according to rejection rates and likelihoods

of being classified as aeverely disabled. Other things equal, one would expect

the rejection rates to be lowest for persons with disabilities with the lowest

likelihood of being classified severe.

Table 6-4 ranks the disabilities according to rejection rates and probabili-

ties of being classified as severe.and indicates thatthet,ogrrelation'between
/:

the rankings is relatiVely law. While applicants-with allergies and with blood,

circulatory, and respiratory ailments have the highest rejection rates, they

are ranked as only eighth and ninth out of 12 classes of disability in their

4,
likelihoods of being classified as severely disabled.

Similarly, while disabled persons who are mentally retarded or who have

Aeoplasms are ranked first and third in their likelihood of being classified

as'severely disabled, they are ranked tenth and eleventh out of the 12 classes

in their rejection rates .1

This table suggests that while a disabling condition may affect one's cur-

'rent ability to work, that ability may not be fully predictive of the likelihood

AO
of one's ultimate ability to work after receipt of VR services. In our survey of

persons rejected for severity, 6.2 percent were working at the time of -the

survey and at least another 5.5 percent had worked at some time since rejectiOd..,

"2.
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Table 6-4

Ranking of type of Disabling Condition by VR Fejectior
Rates And Prevalence Rates oftSevere Disabflity

1.

2.

Rejection Rate's Prevalence of,Severe Disability

Allergies 1.

Blood, circulatory, and rel3pira- 2.
tory ailments (other than

Mental retardation
Mental disabili ies (other than
retardation)

allergies) 3. ,Neoplasms
3. Miwdellaneous conditions 4. Miscellaneous conditions
4. Visual impairments 5. Genitourinary conditions
5. Orthopedic conditions (other

than amputations)
6. Orthopedic conditions (other

that amputations)
6. Mental conditions (o9er than 7. Visual impairments

retardation) / 8. Blood, cT'rculatory, and respita-
7. Genitourinary conditions tory conditions (other than
8. Distive ailments allergies)
9. Speech and hearing 9. Allergies

impairments 10 Digestive ailments
10. Mentalicecardalon 11 Speech and hearing
11. Neoplasms 'impairments
12. Amputations 12 Amputations

/

Table 6-5

(
Percent.of Successful Closures (Rehabilitations)

and Unsuccessful Closures (Too Severe)
by' Age) Race, and $ex, 1972

Rehabilitation Rate

Less than 45

----Rale sa, 80

Female 83

White 83

Nonwhite . .

45 or Over

75

8

80

76 85

1 i 5

Percent of Closures

Less than 45 45 or Over

11 34

06 24

12 21

02 ( 14

a
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I

We expect 'this to reflect an unknown undercount of rejects who work because

the contact procedure used by most State programs ,(phone calls during working

hours) may have missed many who were at work.

Given acceptance to the VR program, the proportion of cliehts who are

successfully rehabilitated ranges in the neighborhood of 75 to 80 percent.'

There appears to be little consistent pattern when rehabilitation rates are

classified by age, sex, or race)( Table 6-5). The rate is somewhat higher for

women, particularli in the older age group where the female rate is roughly

12 percentage points higher. For younger clients, the,, rate for whites is about

7 percentage points higher than it is for nonwhites. However, the pattern

is reversed lor,oldertlienis, for whom the nonwhite le of rehabilitation'

exceedtk the white rate.

The age pattern is also vague. Younger clients who are-either male orK

white have better rehabilitation rates than their older counterparts. However,

4

the pattern is just the opposite for female or nonwhite clients; rates of rehabil-

itatig0..are higher for older clients.

..Of those who,.were not successfully rehabilitated, approximqtely 15 percent

were closed as too severe for rehabilitation. These sezferely. disabled closures

were concentrated among the old', male, and white clients.

A more detailed multivariate regression analysis indicates that success-
.

I

,1

ful rehabilitation depends heavily on factors that are closely related to labor

.markets. Since such rehabilitation generally requires a satisfactory job place-

ment, this finding should not be too surprising.

Past employment history, race, marital status*,type of disabling condition,

and unemployment conditions were th6sfa/tOrs found t be statistically siggificant

in their association with rehabilitation rates. In particular, we found that
.

116
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clients who had past employment histories, were married, white, or'amputees

Had significantlyihigher rehabilitation rates than clients with comparable

other characteristics. We also found that clients aged 1..5-64 who Toreiefetred
O

by public organizations or lived in States experiencing unemployment rates

in excess of 6 percent had significantly lower rates of rehabilitation than

clients with comparable other characteristics.

The pattern of rehabilitation rates is consistent with a-model of rehabili-

.

tation that is !Defied on employability of'the client. Older workers have diffi-

Q4ties because employers are unwilling to invest hiring and trainingcosts

iin domeone who is going to have a relatively short work career;.younger workers

are generall less desirable because they lack skill and work. experience.
.\

Nonwhites have more difficulty finding jobs -than whites becaUse of disorimi-.

nation in labor markets. Employer"! generallylrefer married job a4licants

to unmarried job applicants because they are considered more stable in their

employment patterns and more dependable inn their work h ss-educated

4,

workers are handicapped by their lack of 11.s_
.It is 'leo interesting to note that there is some consistency in coun-

selor behavior in selecting clients at the gatekeeping level of the program.

and the likelihood of successful rehabili4nn, although the correlation between

the characteristics of accepted applicants and successfully rehabilitated clients

is not a close one.

However, while there are these consistencies, there are also inconsistencies.

For example, when applicants and clients are classified by their type ISf disabil-
-

ity and ranked according tow their rejection and rehabilitation rates, the rankings

of disabilities other than those at the extremes is not very close. Similarly,

applicants and clients classified by their source of referral and ranked according

(DI
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to acceptance and rehabilitation rates do not show a close rank correlation.

While applicants from public organizations have the lowest acceptance and relabil-
- r

---1itation rates, Applicanta(fram welfare agencies h ve the second lowest acceptance°

rates but have thehigheq rehabilitation rates, with other factors held constant.

A word of caution is necessary in discussing these.camparisons. The analy-

sir of rehabilitation rates was able to take more factors into account than

the analysis of acceptance rates. Inparticular, the rehabilitation rate.analysis

was able to ineltide as independent factors level of school completed, marital

status, welfare status, and family income, whereas the rejection rate analysis

was not able to include these factors because'informatioo on these characteristics

is not collected ux/til applicants have been accepted to the program.
d

Summary of /R -300 Analysis

Tosummatize this analysis of the R-300 data files, although we were able

to determine from other data 41es that roughly one JO three disabled persons

tto,

is severely disabled, the data did not permit direct estimates of application

rates for the severely disabled. Rough estimates indicate that

cation rate may be about 4 to 5 percent of the total disabled population, although

this is probably an understatement of the true rate of application. Of these

00 applicants,'approximately 6 percent were rejeCted because their handicap was

too severe. A comparision of characteristics of the applicants with the characK

teristics of the disabled popUlatiooclassified accpt ing to severity of disa-
It ,

bility indicated that they resembled the marginall disabled more closely than

the severely disabled.

Of those who apply, roughly calf are rejected, and of those about ohe in

eigik is.rejected because the handicapping condition is considered too severe for

successful rehabilitation. While rejected applicants seem to closely resemble,

the Oeverely disabled in their race characteristics, they are less likely to

1 1.8
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be female. In Addition, they do not resemble-the severely disabled in their

f disability characteristics.

Possible reasons for the lack of simi.11_,Irity with respect to sex and type

,

of disability are the ability to close fedale clients as suCcessfully

tate ionlemakers, and the difference between -durrent ability to work (on whlich

the definition of severity for the population estimatess based) and the ultimate

Ability to work after receipt o£ VR services (on which the definition of severity'

as the r son for rejection' is based) .

those accepted intact the program, roughly 80 percent are succeasefully

rehabilitated

homamakers or

rehabilitated

(i.e., placed in job's in the competitive labor market, or as _

unpaid family workers). While clients whq arenot successfully

also resemble the severely disabled population in their age,.

sex, and race characteristics more closely than they do the partially disabled

population, the determinants of successful rehabilitation are lactore-which

are closely tied to labOr markets. Other things equal, clients with past employ-

ment histories who live in States with unemployment rates below 6 percent

1
aremore likely to be successfully rehabilitated than comparable clients with

similar other characteristics. Similarly, client characteristics such as age,

education, race, and marital status that can be considered indexes of employ -"

ability independent of disabling condition were also found to be significant

determinants of successful rehabilitation.

Only one in seven of the clients who were not successfully rehabilitated

was closed as too severe. However, these clients did not significantly differ

eik

their characteristics from other clients who were not successfully rehabil-

itated.

119
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Characteristics'of the Severely and the Partially DisAlad

Compariscyhs of the social and economicacharacteristic of the disabled

..,'were baseil.en tabulatiots generated from the Urban Institute sample
- I

of the disabled population derived from tie.1970 Census. Severely disabled

persons were defined as persons who,'because of their health or phystcal con-

dition, could Sot-tdork at all.. Partially disabled persons were defined as

persons who, because of their health or ph sical condition, were limited in
, 0

their ability to work. Our file produced 11,686 usable reCordsrepresentinf
.1

.
.

.

11.7 million disabled persons, of whom 6.6 million were persons with partial

disabilities and 5.1 milliOn were persons with severe disabilities. The

. totarincludes persons in institutions but not persons under 18-or over 65

not in institutions.

We found that families containing severely disabled persons had smaller

incomes from earnings, larger incomes from public assistance and Social

Security, and slightly larger iagmes from other sources than diethe.par,
/

Si' tially disabled. However, because of the considerable amount of. income Vari-

ation within families classified by type of severity, these differences were

never statistikally significant. Thms, while the direction 9f the difference

wasalways as expected, the size of the'standard error of the estimate indi-

cated the possibility that differences were due to chance.

We also found that the severely disabled had housing assets that were

lower in value than the partially disabled, hut,again 4he differences between

the groups were not statistically significant. Out findings with respect tp

0
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other fofms of assep were" similar :' the severely disab;,id had less,' but the' i

ence was not statistiCallesignificant./ Our tabulations revealed:that.the Neverely disabled were less likely to

. . .

ige married with spouse present, wee more likely to live in substandard hods=
.,...,,

ing (defined as'housing without adequate toilet, plumbiri, or electrical
.. ,'

facilities),-and that, among Orsons wfth diaabilitiee tat had lapted for 5
r t A

kr

or more years, the severely disabled4werwore.likely to be in institutions.

Moreover, among. the longfterm severely disabled who were institutionalized,.

-.6over two-thirds were housed in mental institutions.

/able-6-6 summarizes.famiiy income and disabled person income by source.
,

Total 'incomes Of families of se4erely disabled persons are roughly 50 perc'ent

-lower than family incomes of partially dibabled persons.. 'The major cause of

this difference is the smaller income from earnings received by families con-

taining severely disabled persons. This $4,470 family earnings loss is only
O

partial.ly.:,offset by the additional $578 in income feceived from other sources,

$481 of which comes from public assistance and Social Security.

Turning to disabled persbns'income, our tabulationo'reveal that incomes

f severely disabled persons are only one-third those of partially disabled

persons. Again.the major cause of this difference is the lower average earn-
.

ings of severely digabled persona. Severely disabled persons earned $4,041

less than partially disabled persons in 1,369. Roughly 15 percent of the

severely disabled had been disabled for lessthan a year. Thus, the small

amount of earnings reported by severely disabled persons can be attributed to

the earnings experience of bhe newly.disabled prior to the onset of their dts-.

abiliey. :rhea $4,041 earnings differential between partially and severely

disabled individuals is not completely offset by the $476 in additional income

from non-earnings sources received.by the severely disabled ($397 of which

comes from public assistance And Social Security).

1"i
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The picture that- emerges from Table,6-6 is .that government income transfer
4,

rograms do not offset the dffferential earnings lbds of the, severely disabled,

1relative to the partially disabled. Thus families of severdly disabled persons

have'lower incomes than fainilies of partially disabledRersons.
p

Another perspective on the dynamics of income can 'Ye derived by examining

in'Table 6-6 the percent of family income contributed, by disabled persons by

source. Note that while partially'disabled Persona contriguted-almost two-.

thirds of total, family earnings, the severely disabled contributed only one-

fourth. Since the earnings difference is larger for families of severely .

disabled persons t$4,470) than it is for disablIed persons ($4,041), this sug-

gests that, on average, other members of families of. severely disabled workers

might have withdrawn from the labor force to care for the severely disabled

members. The relative earnings loss from these family member labor force

withdrawal was smaller-than the relative earnings loss 4if the disabled individ-

ual who withdrew. This suggests that the severely disabled individual who

reported on the Census was likely to have been the primary earner before onset

of disability.

Since most of the differences desCribed above were not statistically

significant, these findings should be treated cautiously. , Obviously; there

are factors other than severity of disability,tlit ought to be controlled for

before income comparisons between the partially disabled and the se /erely dis-,

abled are used for'policy purposes. Our analysis, standardized for Age, sex,

and race, producedf!'further tabulations' of income by source. Our findings were

not significantly altered; i.e., the differentials narrowed but they were not

statistically significant. Clearly, more research into the determinants of

family income and the role of disability in affecting family income will be

required to tore more deElnitive.concluNinAH can he drawn. For now, the

122
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Table 6-6

Income by Source,' Families of Disabled Persons
and Disabled Persons, by Severity of Disability, 1969

,

Family Income by%ource

,-----"' 1
Earnings
Public Assistance and Social Security
Other Sources .

....

All,
Disabled

$ 6,367

'5,409
397

561
.,.

.

Partially
Disabled

$ 8,047

7,339'
189
519

Severely
Disabled

$ 4,155

2,869
670
616

Disabled Persons Income by Source

Earning s
1

Public Assistance and Social Security
Other Sources

$ 3,752

3,037
'298

417

,$ 5,291

4,782
126
383

$ 1,762

741
523
462

Disabled Persons Income as a Percent 1/
Family Income

Earni gs
14 ,

Public Ass t nce aftd _Social Security
Other Sources

56.1
75.1
74.3

65.2
66.7
73.8

25.8
78.1
75.0

i. Includes wages,, salaries and incomes from farm or non-farm businesses.

Source: Unpublished tabulations, Urban Institute 1-1,000 Sample of house-
holds with disabled persons drawn from the 1970 Census 1-1,000
Public Use Sample.



106

relatively larger amount of income variation that remains even after the dis7

led population has been classified by degree of severity makes the findings

.discussed in this report only tentative.

Table 6-7 summarizes the asset position of disabled persons. Note that

the disabled population has an average of $12,000 in assets, $6,500 of which

% results from ownership of homes. Note further that the severely disabled -

have an average asset.value that is only 55 percent of asset value of the

partially disabled. Again, the differences between the severely disabled and

the yartially, disabled are not statistically significant, suggesting that other

factors are causing a significant amount of vallation in average asset values

even after the disabled population has been standardized for degree of severity.

We further standardized for age and income class and found that differences in

average asset values between partially disabled and severely` disabled persons

virtually disappeared. '(TailN.6-8). Indeed; once we \have &andardized for age

.

and income, the severely" disabled seem, to have.averag

t
assets that are slightly

largelv in value than the asset.holdings,of paptiallidisabled persdils of com-

parable age and income in all bUt two of the,age-asset groUps displayed in

Table 6-8. This suggests that much, irnot all, of the observed. difference in

asset holdings between severely disabled and partially disabled persons can

be attributed to differences between those two groups in their ages and their

incomes.

Table'6-9 summarizes the marital status of disabled persons. Significantly

,fewer severely disabled persons are currently married. While two-thirds of

the partially disabled are currently married, only one-half of the severely

disabled are classified in this marital category. Moreover, Table 6-9 further

shows that this observed difference in marital status is not explicable by

differences between the partially disabled and the severely disabled in their

f 24
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111 Table 6-7 $

Value of Home and Other Assets by Severity of
Disability,'1969

I Disabled

Ratio of Severe to PartialAll Partially Severely

Value of Homy 6,468 7,819 4,689 .60

Value of Other-assets 5,847 464 3,721 .50

Value of Total Assets 12,315 15 283 8,410 .55

Source: See Table 6-6.

Table 6-8

Value of Home and Other Assets by'Severity of
Disability and Age, Disabled Persons with Incomes

of $5,000 to $7,500, 1969

Age

Value of Home Value of Other Assets

Disabled Disabled

All Partially Severely All Partially Severely

20-29 1,508 1,327 2,299 4,364 4,298 4,652
30-39 5,143 4,851 6,054 4,583 4,500 4,838
40-49 5,998 5,990 6,215' 4,932 5,055 4,660
50-54 6,010 5,924 6,129 5;263 5,190 5,363
55-60 6,641 6,574 6,731 5,952 6,143 5;695'
61-64. 8,418 7,777 9,21 6,055- 6,029 6,087

Sodrce: See Table 6-6.
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age composition. The age-specific differences in marital status are, if any-,

thing, even wider than the observed difference for all disabled persons. For

example, in the age group 40-49, three:quarters of the partially disabled are

\c,--
currently marrlea as against less than one-half Of the severely disabled.

Table 6-10 summarizes the housing situation of the disabled population.

Roughly.15 percent of the disabled population dwells, in substandard housing.

Moreover, Table 6-10 reveals that this percentage is systematically related to

family income, falling dra6atically as family income rises. ne out of every

five severely disabled persons dwells in substandard housing compared to only

one out of ten partially disabled persons. This difference, while striking,

cannot be attributed to severity of disability only. When the disabled popu-
t

lation is standardized for income class, the difference between the severely

disabled and the partially disabled in the percentage inlOitbstandard,thousing

narrows dramatically. But it does not vanish, particularly in the lowest

income class, where 34.5 percent of the severely disabled dwell in substandard

housing in contrast to,23.9 percent of the partially disabled in the compar

income class. -This suggests that a major factor determining the quality of

the dwelling environment of severely disabled persons is income and.that in-

come transfer poliXes that increase the income of the severely disabled will

go a long way toward enabling-them to acquire a standard of housing that is

more comparable in quality to that of the partially disabled.
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Chapter 7

ANALYSIS OF INDIVIDUALS
REJECTED BY VOCATIONAL REHABILITATION

As part of the analysis of the needs of individuals with most severe

handicaps, The Urban Institute surveyed a group who were rejected from their

State Vocational Rehabilitation agencies as being too severely handicapped
8

.to achieve a vocational objective. These were persons closed in status 08,

28A or reason -of severity.
1 This population represents a key group

forof potential-tatgets-fcr-an independent living program and ror "other services

such as those described in Section 130 of the Vocational Rehabilitation Act

Of 1973. Thr2ugh a survey of approximately 900 persons a wide Tange of infor-

mation was collected about their historical and current conditions, their per-

ceptions about their disability, and-their service needs.

Survey Instrument

Given the current emphasis on the severely handicapped in the Rehabilita-

tion Act of 1973, and the lack of knowledge abot them; the questionnaire

designed by The Urban Institute covers 4,7vide range of topics. In order to

facilitate the interviewing process; participants were sent a portion of

the survey (Mail Survey) a few days prior_to being interviewed. The Mail

-Survey contained questions about demographic characteristics and participation

in soci%141 a4tivities which did not require explanation by an interviewer, as

well as questions regajding medical expenditures, health insurance coverage,

and family income, which in some instances required the respondent to examine

personal records.

1. Status 061, refers to clients closed from referral, applicant or

extended evaluation. Status 28 refers to clients closed after a rehabilitation

plan has been initiated. Status 30 refers to clients who are closed after
completion of a rehabilitation plan who were judged to have unsuccessfully

completed the program (i.e., a vocational objective was not achieved.)
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Respondents were 'interviewed by experienced.interviewers.from Chilton

.----"' Research Services. The interview form contained questions on service utiliza-

tion, current service needs, equipment utilization and needs, transportation,

architecture; barriers, omemaking, labor force experience, education,

residential mobility, and functional assessment.

Survey Design

In preparation for the survey of severely handicapped individuals,

Nt.

data from the FY 1972 R-300 file (the data file on'alt persont-who contact

RSA) were examined.2 In that year, 67,962 persons were rejected by State

VR agencies (closure status 08, 28, or 30) because of the severity of their

.47

impairment. The severely disabled who Topere rejeCted for this reason in 1972

were compared to the total caseload during this period by race, diagnostic type,

Sex, State, urban-rural character of the State, and regiona4 location in order

to select representative eastern,.southern, midwestern and westetn States.

Each State was characterized as "average," "above average", or "below average"

with respect td the ratio of severely disabled individuals to its total dis-

abled population. Finer discriminations, inc uding the proportions of severely

disabled individuals by diagnostic type, race, an sex within each State pro-

vided no useful patterns for selection of the States.

The States selected for the survey were Colorado, Connecticut, Georgia,

Idaho, Indiana, Maryland, Minnesota, New York,. North Carolina, Ohio, Oklahoma,

and Washington, which provided a corss-secti6n of geographic locale and

proportion of severely disabled to the total disabled population.

2. The RSA-300 data file is a comprehensive standardized system of
statistical reporting on the complete rehabilitation process for every
individual coming into contact with VR. 1'Y 1972 covers the period from July 1,
1971 through June 30, 1972, which overlaps the months of this time period in
which severely handicapped individuals participating in the VR surve were
rejected.
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The General Counsel of the Department of Health, Education, and Welfare

issued an opinion on confidential'ity which required the State Vocational

Rehabilitation (VR) agencies to obtain consent from Individuals participating

in the study prior to being contacted by The Urban Institute. Utilizing the

/--
R-300 data file, the States provided The Urban Institute with a list of persons

closed in status 08, 38, or 30 by reason of severity during the period from

September 1, 1972 through August 31, 1973 who consented to participate in

this study. This period was selected so that persons interviewed would have

been rejected by VR within 1 to 2 years of being interviewed, so that a large

proportion of the addresses were current and at the same time enough

time had elapsed to study the adjustments these persons had made in the absence

of VR assistance. People rejeated by VR whose primary disability was mental

illness, mental retardation, alcoholism, drug addiction, or character disorder,

were excluded from the sample.3 Many of these individuals woulA have required

approvals of guardians or institutions and special questlionnaires constructed

to cr fth their unique probleMA, for which there was insufficient time.

Sp cial analyses of these groups were obtained from other sources.

The final sample size of 889fPersons interviewed comprises slightly

over 1 percent of the persons rejected for severity during FY 1972. I4 was

not possible to reach the original goal of 1,000 interviews within the time

frame. The largest obstacle waff<hat a significant number of persons rejected

could not be located; some had died, many had moved, leaving no forwarding

address or telephone, and some were working (most VR agencies did not attempt

to locate persons after working hours). The resourcefulness and staff time

3. Twelve persons in these categories were included despite the instructions

to exclude these disability types. Eight of these 12 were "character disorders."
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R

available to the various State agencies differed widely also. At a minimum,

the State agencies sent letters and then made-at least one attempt to contact

by telephone those whofailed to reply; at maximum, the counselor who had

dealt with the respondent at the time of VR contlitt,went to his or her home,

explained the study, and requested cooperation., These different techniques,

as well as regional differences in willingness to participate, affected the

size of the sample obtained in each State. Other, 4ifficulties encountered

included suspicion or apathy ou)Ithe part of individuals contacted, many of''

whom feared losing current benefits, suchtas Supplementary Security Income.

Some feared that they would be "forced" to take a job even though they were

physically unable, and others felt that a survey would serve no purpose.

Persons in rural southern areas were generally more willing to participate

and less fearful of the adverse consequences of participation than those

in more indrtrialized northern States. Table 7-1 summarizes the regional

and State differences between the original sample", goals and the actual

sample obtained: In addition to the problems encountered in locating and

obtaining permission from a sizable number of individu ls, a disproportionate
+gip

number of them lived outside of large urban areas, so that interviewers often

had to travel considerable distances or to forego interviews in many of the

outlying rural areas (12.5 percent of the interviews were from population

centers of less than 5,000 persona).

It appears that handicapped persons who live in areas of less than 100,000

people have a much greater chance of beingcrjected by VR agencies than those
r

in large urban centers. For example, a few more persons were rejected in

Utica, New York than in Buffalo and Rochester combined, despite the fact that
)

the combined poPtlation of the latter two cities is more than seven times

the population of Utica. The apparent reason for a greater degree of rejection

132
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in the smaller population centers seems to be lack of available supporting

services.

Because of-the difficulties in obtaining a sample of consenting ind iduals

OV0;,44301 10A4
in each Of the 12 States, it was not possible to further specify t

q 0

by age, sex, race, and disabling condition. All consenting perso ithin

a 30-mild radius of a major urban center and a minimum of a 10 percent rural

sample were selected for study.

Table 7-1

Number of.,Persons Interviewed (p VR Survey

Origilal Nuthber of Number of Interviews

Region State Interfriews Expected Actually Obtained

EAST Connecticut 55 18

New York
Maryland

142
75

95

C,.t
114

272' (27%) 227 (25%)

SOUTH Georgia 130 117

North,Carolina 120 167

250 l (25%) 284 (32%)

MIDWEST Indiana 55 28

Minnesota 60 58

Ohio 130 118

2'45 (25% 204 (23%)

WEST Colorado 68 38

Idaho 45 14

Oklahoma 45 1 73

Washington
/

75

(23%)

, 49

233 174 (20%)

NATIONAL TOTAL 1,000 (100%) 889 (100%)

133
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The samples drawn fromwedch region are rughly proportional to the actual

number of severely disabled within each region. Owing to the factors mentioned

before, State sample sizes varied from original sample estimates and are not
...^.

to be considered representative of the number of handi apped in that State. 4

As Table 1 indicates, the number of expected and obtained interviews by

region are similar enough to permit, appropriate statistical comparisons

of regional and national data.

Major Areas of the VR Survey Analysis

This chapter of the report highlights some of the major areas of investiga-

tion covered by the survey. Additional survey results may be found in the

chapters which discuss transportation issues, architectural barriers,, geographical

mobilitika employment, and definitions of disability.

4A) The first section of this chapter describes the basic sociodemographic

and income characteristics of the surveyed population. The second section

focuses on the physical condition of the sample; the different disability types

are described as well as the level of physical functioning of the ample and

the relationship between physical conditio7, age, and employment atterns. The

last section focuses on the services and equipment which these individuals

received and their perceptions of their current equipment and service needs.

MAJOR CHARACTERISTICS OF INDIVIDUALS
CLOSED BY VOCATIONAL REHABILITATION

ipAesenting the salient characteristics of individuals interviewed,

this section includes background data, which are important for understanding

4.

4. Estimates of the numbet of severely handicapped individuals closed in
status 08, 28, and 30 by reason of severity were based on the FY 1972 R-300
files: in a few instances, (e.g., Connecticut) state estimates were considerably
higher than the actual number available during the time period selected for
study and thus the obtained sample falls short of the expected sample. Shifts
in the proportion of "mental" rejects (codes 500-534) accounted for most of the
differences between expected and actual sample.

a
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later sections on physical condition and service needs and help to illustrate

the various factors that must be dealt with in definihg severity of handicap

and in developing public policies for this population.

Thelaampj.e, like the total ft_population, was predominantly composed of

white males. Of the sample, 61 percent were male; and 72 percent of this

total sample were white, 25,percent hlack, and onlyiapercent Hispanic,

American Indian,-Oriental, or other r ,ace.

Table 7-2 illustrates that our sample of the severely handicapped rejected

by V6cational Rehabilitation is largely urban. Fifty-eight percent of this

Population-lives in a large city or a, suburb of a large city.

0 Table 7-2

Area of Residence of VR Sample

Number Percent
JP,

Large City(over 100,000) 462 45.2

Suburb of Large City 111 12.5

Small City (2,000 100,000) 136 15.3

Suburb.of'Small City 31 3.5

Small Town (5,000 - 25,000) 98 1l.0

Rural (farm, ranch, town of less than 5,000) 1

No Answer 1

TOTAL 889 100.0

Table 7-3 indicates that sizable numbers
(
of the persons surveyed

had a relatively low educational level. Fully 20 percent had less than

a seventh grade education, 35 percent had completed between seventh-and tenth

grades of school. On the other end of the -spectrum, 11 percent had

gone to college or graduate school.

1.35
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Table 3

Last Grade in School Completed by VR Sampl

Grade NuMber-- Percent

0 15. 1.7
1-6 X6.3 18.3
7-10 3 35.0
11-12 301 33.9
13-46 81 9.1
17 -28 '15 1.7
Missing, No Answer, Don't Know 3 .3

TOTAL 889 100.0

Perhaps one of the post_striking findings Of the survey, which play have

far-reaching implications for designing policy alternatives for the severely.
. .

handicapped, is the age distribution of the sample. As Table 7-4 indicates,

the individuals sampled are at the upper end of the age spectrum.

Table 7-4

Distribution by Age of VR Sample

Age Range ..

Number Percent

16-30 r 4
81' 9.1

31-40
,.

,
120' k. 13.1

41-45 97 10.9
46-50 135 15.2
51-55

t
. 174 19.6

56-60
f ....177 19.9

61-:65 ) 83. -9.3
66+ 21 2.4
Missing 1 0.1

TOTAL
.. "889 100.0

136.

O
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About half of the sample population afe over 50 years'of age, and approxi-

mately two-thirds are

'A--

This age distribution

people have, the kinds

older than 45. Only a third of the sample are under 46.

has an important effect on the kinds of income these

of services they need, their employability, and

.their living situation

As one would expect of an older population, akerge percentage are

married, live with their family, and are homeowners. As shown by,lable 7-5,

60 percent of the sample are married, with only 15 percent'singie.

A

Table 7-5

Marital Status of VR Sample

A

C

Status Number Percent

Single 131 , 14.7

Married 531 59.8

Separated/divorced 160 18.0

Widowed 66 7.4

No answer 1 0.1

TOTAL 889 100.0

GiVen the large percentage who are married and the relatively high age

range of the sample, it is nbt surprising that 81'percent live with their

family, including 43 percent who have children living with them. The total

number of persons in the household averaged between 2oand 3'persons. Three

percent of the persons surveyed were living in nursing homes or other insti-

tutions, 15 percent lived alone, 31 percent 11.0M with one other person, 20

percent were in.households of 3 persons, another 20 percent had 4 or 5 persons

in the household, and 11 peiCent lived in households with 6 or more persons.
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The living arrangements of the population are illustrated in Table 6.

table 7-6

Living Arrangements of VR Sample

Ar:gement rItlutaler. Percent

House - owned by self or family 483
. 54.3

House - rented 184 20.7
Apartment, condominium,. or trailer - owned..... .38 4.3
Apartment, condominium, or - rented 137' 15.4
Rooming house, rented room, r hotel , .. 15 . 1.7

.Nursing home, sheltered care home, or hospital. 30 -3,4
No answer' 2 0.2

..

TOTAL.... 889 '100.0

In lOoking over Table 7-6, two interesting observations can be made.

First, 59percent of the sample live in a house, apartment, condominium,
0

or trailer which is owned by the individual or his family. Second, only 1.7

percent live in a rooming house, rented room, or hotel, a situation which

connotes social isolation and poor living conditions.

While the home ownership figure appears rather large at first, glance

it should be noted that the home may not be owned by the disabled individual

but by a member of his family. It should also be noted that in 1969, 71 percent

of nonfarm families headed by an individual 65anl,over owned their own homes.5,

Income data were collected by household, not by individual, so caution

should be maintained while looking at the distribution of income (Table 7 -7). It

should also be noted that the income data are self-reported and have not been

validated through any means other than normal editing checks.

5. Survey-Research Center, 1969 Survey of Consumer Finances .(Ann Arbor,
Mich., University of Michigan, 1970).

/
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Table 7 -7

Total,Family Income, 1973; '11.-)Sample

Income (in dollars) Number Percent

1 - 1,000 12 1.5

1,001 - 2,000 78. 9.5

2,001 - 3,000 120 14.5

' 3,001 - 4,900 99 12.0

4.,001 - 5,000 4 76 9.2

- 6,000 'S. 9.5

6,001 - 7,000 60' 7.3

7,,001 - 8,000 ' 54 6.5

8,001 - 9,000 47 5.7

9,001 -10,000 39. 4.7

10,001 -12,000 52 6.3

12,001 -15,000 53 6.4

15,001 -20,000 36' 4.4

20,001 4 21 2.5

Table 7e7 indihtes the family income of severely handicapped rejected

' from VR covers a wide range. While a significant portion of the sample --about

19.11 percent--have incomes of over $10,000, a rather large percentage is in

the poverty range. Eleven perdent have incomes of $2,000 or less, and one-.

quarter of the sample have incomes under $3,000.

-139
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In order to further understand the family income picture of the.severely

handicapped, it is important'to look at the variois sources of income and assess

their importance, as illustrated in Table 7 -8, where a number of interesting

points can be discerned. First, almost 43 percent of the families of the sam-

ple receive income from wages, which ranks highest in mean income. Since only

a small percentage (about 11 percent) of the severely handicapped are working

now or have worked in the last year, this indicates that other family members

are supporting the disabled individual. -Second, a rather high percentage

receive substantial dividend and interest income. The mean income from

this source is $1,550. Since the population is older,--it is possible that this

high'dividend and interest income reflects interest,, on their lifetime savingi

from work. Third, while the mean family incame'is $6,811, it should be noted

again that almost 25 percent of the sample have incomes under $3,000 (Table77-7).

Finally, Social Security reaches the largest number of the sample population,

with 73 percent getting income from that-source.

While the level and sources of income provide useful statistical informs

tion in the analysis of our,csample, what financial insecurity can mean to a

disabled individual is not really captured in numbers. StateMents from or

about handicapped individuals included in our survey more vividly illustrate

the impact of financial deprivation on the severely handicapped.

The first statement concerns a 45- year -old man who lives in rural Indiana

With his wife and three teenage children. at the end of the interview with him

the interviewer had this comment:

He Was very nice and tried to answer to'fhe best of his
ability. His one question was how is he supposed to
raise his three children on $120 a month. That is what c
he is getting from Social Security. He does not feel
as if he is able to do his part. He tried to commit
suicide.

O
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Table 7-8

Source of Family Income of VR Sample, 1973

Number
receiving

, Percent
receiving'

income

Mean income
for those
receiving

Source of Income income from source 1 from source

Wages 343 42.7 $7,172

Non-farm self-employment 14 2.0 5,902

Operating a farm2 10 1.1 5,076

Social-Security 616 73.1 2,849

Dividends and interest 93 11.1 1,557

Public assistance 172 '21.3

Unemployment compensation 2'02O2 23.8 2,556

Private pensions, trust 97 11.5 2,164

Receipts 76 9.4' 3,219

Mean family income 823 6,811

1. Percentage totals exceed 100% because clients may have received income
from several sources.

2. Part-time farmers not includpd.
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Another comment which illustrates the devastating impact oaf poverty refers

to a man who lives in rural North Carolina with his wife, three children, and

two grandchildren. He suffers 'from hypertensive heart disease. At the end
0 11114:

of his interview, the interviewer wrote this comment.

The respondent told me about one condition at his home'
. which I thought was absolutely terrible. He said his

electric water pump failed so he put a hand pump on it
and pumped rats out of his well. He thinks a ratprobably
stopped up his electric pump. His family now hauls water
from a neighbor's home.

Another individual, a blind chemist who is currently completing work for

his Ph.D., indicated he had pulled his own tooth because he had no money to pay

a dentist. He is supported solely by Social Security, which pays him:$300

per month.

PHYSIGIAL CONDITION

The VR Survey contains three major types of indices to describe the re-

spondent's. physical condition. 'These measures were utilized in order to

describe the type and extent of the disabling condition(s) in the VR population

surveyedns well as to determine the relationship between type and/or severity
()).

of disability and other factors such as age, service needs, and employment

status.

The indices used were,the R-300 disability. code, the Barthel Index, which

measures the need for assistance in self-care and mobility, and a functional

limitations scale, which focuses on the degree ordifficulty experienced by

the disabled in performing activities of daily living. .

Disability Types je--

The R-300 code is the statistical code used by the Rehabilitation Services

Administration (RSA) to describe the primary and secondary disability of 011

applicants for vocational rehabilitation. In our survey of individuals rejected

by VR because of severity, only the pilmary disabling condition was utilized.
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The respondent's primary R-300 code was obtained from the State VR,records,

where it is entered at the time of first referral by'the counselor. These

diagnostic codes-have several limitations.

1. Many of these codes involve a combination of etiologic factors

andtype of impairment, whereas others, such as epilepsy, focus, on etioldgy

rather than on type of physical impairment.

2. The codes appear to be completed.somewhat inconsistently. In .some

instances the current reason for referral to NR is listed (as in the case

of problems with teeth or gums) even though it may be quite minor in compari-

son to the major disabling condition of the respondent. In other instances,

the major "physical" condition is listed, even thoUgh this condition was

not relevant to the person's need for VR services and was at best secondary

to the major disabling condition. For example, congenital heart disease

might be listed, when chronic alcoholism best described both the major dis-

abling condition and current reason for VR referral.

.As discussed in the section on definitions, the diagnostic label is

only minimally related to the severity of disability. Hence, we could not

use the R-300 codes to clearly establish the degree of functional limitation

of the disabled in our survey. However, R-300 data are provided to describe

the physical condition of the disabled, since many people ;ki rehabilitation

are familiar with this classification syttem.

In the population surveyed, 450 respondents (51 percent) had some type

of orthopedic impairment (Table 7-9). The most frequent type was impair-
s.,

ment of the trunk, back, or spine, followed by impairment of one or both

lower limbs and impairment of three or more limbs.

1 4 3
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The only'athtr frequently occurring R-300 diagnostic category in our

,sample was "cardiac and circulatory conditions," comprising 18 percent of the

total sample. Epileplsy and "allergic, endocrine, metabolic disorders" each

comprised about five percent of the total.

OrthOpedic impairdents were analyzed by type of limb (dr trunk) impaired

and by etiology (cause) of the impairment. The most frequent cause for ortho-

pedic impairments (Table 7-10) was "accidents, injuries and poisoning,"

followed by "arthritis and rheumatism."

SO

Table 7-10

Etiology Hof Orthopedic Impairments, VR Sample

% of Total
Pdpulation

Etiology Number Surveyed

Cerebral Palsy 1 17 , 1.9

Birth Injuries 6 1q7

Other diseases, infections and neurological
disorders 54 6.1

Arthritis and Rheumatism 85 1.6

Stroke z 34 3.8.

Polio 12 1.3

MuscuA,a Dystrophy 3 .3

Multiple Sclerosis d 23 2.6

Parkinson's Disease 4 .4

Quadriplegia, Paraplegia, because of spinal
cord injury 11 1.2

Accidents, Injuries, Poisonings 200 22.5

Undetermined 1 .1

TOTAL 450 50.6

1 4 5
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Measures of Severity

ThelBarthel Index is a scale which measures a person's ability to

physically function independently.
6 The Barthel Index coniaine."self=care"

items which are considered basie n individual's ability to care for

himself (drinking, eating, dressing,grooming, washing, controlling urination,

and bowel movements and putting on brace or artificial limb) and additional

"mobility" items which pertain to the ability to move around without semis,-

tance (getting in or.out of chairs, toilets, showers, walking 50 yards and

walking up one flight of stairs). Respondents were asked whether they could

perform each activity "by themselves," "with assiduities or in the presence of

another person," or not at all.

Th6,Barthel Index was originally used in clinical settings to evaluate

a patient's state of independence afore treatment, his progress during IR,

treatment, and his status when max benefit had beenattelned. Thus, it

provided a measure of an individual's progress toward independent functioning

in the areas mentioned. Environmental factors such as availability of help

(e.g., for dressing, eating), architectural barriers, or presence of special

devices (e.g, stairs, grab bars, ramps, etc.) can influence. the'Barthel

score, since an*individual who can perform the activity alone, even with

, -

6. The original Barthel Index was modified by Dr. Carl Granger at Tufts

New England Medical Center Rehabilitation Institute for the purposes of this

study. OriginAly, the scale was to be completed by trained physical thera-
pists or nurses after observation f the patient's behavior. In the VR survey,

interviewers asked the responde whether they could perform each activity

by themselves,, with assistance rom others, or not at all.'

116
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4

the help of special devices, receives a perfect score. One of the limitations

of the Barthel Index is that it does not differentiate between people who

can do activity with np difficulty and those who have considerable difficulty

but can still manage alone, nor does it indicate the length of time needed to

perform the task. Therefore, the score must be construed as th interaction

6' of the person's physical condition with environmental conditions. In the .

VR survey, Barthel scores were used as an index of severity in determining

the extent to which physical condition was ;elated. to type of disability,

age, functional limitations, service needs, and employment status. 7

As a supplement to the Barthel Index, 11 survey items pertaining to

ability to function in other areas of daily living were added: operating

household appliances, taking medicine, getting in Or out of bed, sitting for

more than one hour, lifting or carrying weights of 10 pounds, stooping or

kneeling, reaching with both arms, using hands and fingers, using the tele-

phone, operating a TV or radio, and admitting visitors. Answers to these

questions would indicate whether respondents could perform activities which

are.required almost daily if one is to perform minimal household task,

such as cooking, cleaning, and lifting items, and to maintain communication

with others, as by admijaing visitors or using a telephone.

I

7. Total Barthel scores were computed using a scoring system devised
by Dr. Carl Granger (see footnote 5). Dr. Granger's description of the scor-
ing categories varies slightly from the briefer presentation in Table7-7; 21-
61 was labeled "markedly to moderately dependent," and 62-90 was "mOrderately
to slightly dependent."

v

14 7
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Survey Findings

On the basis of the Barthel Index, 45 percent of the surveyed population

were found to be completely independent in self-care and mobility. Anothef

14 percent were "slightly dependent", 30 percent were "moderately dependent",

and only 11 percent "severely" or "totally" ependent (Table 7-11).

Table 7-11

Total Barthel Scores for VR Sample

Total Barthel Score

*me

Number Percent

0-20 (totally dependent) 28 . 49 ..... 3.2

21-61 (severely dependent) 68 . . . . . . 7.7
62-90 (moderately dependent) 263 29 6
91-99 (slightly dependent) 122 13.7
100 (independent) 398 44.8
Undetermined ... 9 1.0
TOTAL 888 100.0

Using the Barthel Index, the is strikingly little evidence of over-

whelming physical limitations of people in our sample who were rejected from

VR because of the severity of their disability. It must be remembered that

,a "perfect" Barthel score can be obtained if a person can perform all tasks

independently, regardless of the degree of difficulty involved. However,

even after difficulty in'performance of daily functions was examined (Table

7-12), the overall conclusion remains the same--most people rejected for

severity can perform almost all activities of daily living (ADL) and per-
,

form them without difficulty. Only two of the 11 items (lifting weight of

10 poundeland "stooping, bending, or kneeling") were either impossible or,

difficult for a majorityar
-
those people in our sample.

7

1.48
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Table 7-12'

Degree, of Difficulty,in Performing' Activities
of Daily Living, Vir Sample

Functional Limitation

.

..

.

Can do
with-no
difficulty

,,,,

.

. .

. .

.

4

. .

. .

Can do.
:with some
difficulty

Cannot
'do

at all Total

Percent Percent Percent

Operating household appliances

Taking medicine

Getting iii or out of bed

Sitting for more than an hour

Lifting or carrying weights of
about 10 pounds

Stooping, bending, or kneeling

Reaching with both" arms

Using hands and-fingers

Using the telephohe

'Operating TV, radio, or stereo
..-.,

Admitting Visitors to your home

. 56

85

71

64

31

24

':ifss

64.

.

. 90

. . 84

.

.

.

.

.

24

6

22

29

27

41

27

"
10

6.

9

.

. .

.

. .

. .

. .

. .

.

17 . 97

_ 5 . .. 96

6 . . 99

7 . . 100

41 . . 99

30 . . 9.5e.,

17.. . 99

7 :100

4 . 99
:_.

4 . 100

7. _ 100

r)

1. Total mpy not equal 100 percent because of rounding and/Or some small
number of respondents who were undecided' about the appropriate response.

149
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1 . ,

In light of these startling findings,we examined the survey data in

\econsi rable depth in order to learn possible reasons for rejection

other than the severity of disability. Of particular interest were Variables

such as age, previous work experience, and motivation. In our survey of

providers of VII services, these three items were ranked highest In actually

influencing most counselors' decisions to adeept or reject. severely handl-
la

capped individuals. (See Section VI.)

Ase and Severity of Disability

A strong relationship was found between age and severity of disability,

as measured by the total Barthel score (Table7-7: The most aeverely dis-

abled age grou0 surveyed was the young (ages 16 to 30), with 1O percent

being totally dependent forc'self-care and mobility and 32 percent severely

dependent. As age increased, the percentage of respondents Who were totally

or severely dependent decreased (43 percent in the 16-to-30 age range, 14

percent of those 31-to-40,8 percent of respondenti 41-50 years of age, and

4 percent of the respondents who were 51-60 years of age.

Respondents who were classified "independent" in ADL functioning, however,

were almost equally distributed throughout the age groups.

Table 7-11

Age and SeVerity of VR Sample as'Measured by the Barthel Index

/

Age

Totally
Dependent
(0-20)

Severely
Dependent
(21-61)

Moderately
Dependent
(62-90)

Slightly.
Dependent.
(91-99)

Independent
(100) Total

N % N % N % N % V % N %

16-30 To 1074 31 3273 13 1576 9 974 a 3273 96 00
31-40 2 1.7 14 11.9 29 24.8 16 13.7 56 47:.9 117 100
41-50 8 3.6 9 4.0 71 31.6 35 15.6 102 45.3 225 100
51-60 6 1.8 6 1.8 114 33.9 50 14.9 160 47.6 -336 100
61+ 2 1.9 6 5 7 35 33 4 '12 11.4 50 47.6 105 100

150
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From the data, it appears that age is an important,reason for rejection--

i.e., a suable portion.of the young are actually rejected for severity while

older persons are rejected for other reasons, perhaps because the cannot as

readily be trained or placed in-jobs as younger persons with similar physi

problems.

Of particular concern, however; is. aIs fact that.57 percent of the

irople under 40 years of age were physicIly independent or only llightly

dependent and still rejected by,,VR on the basisnof severity. In an effort

to learn more about these people, we examined responses to questions on

motivation and work experience. We also analyzed other factors.such As

educational background, possible financial disincentives to work, -other

physical limitations, geographic locale, and other obstacles,to working.

a

Motivation and Work Experience yr

4

Young people (16 to 40 years of age) rejected by VR who. were independent

or only slightly dependent, accorpng to the Barthel Index, were analyzed by

work history and motivation to work. .Three-quarters were found to have had

recent work experience. !Ten percent were currently employed, and 65 percent

had worked within four years of the tiwe they were rejected by VR (Table
21=4.

7-14).8 Many of these people had managed to find jobs op their own despite

being disabled, as evidenced by the fact that over half (57 percent) had

worT since the onset of their disability

4

8. Persons over 40 years of age who were functionally independent or
.nearly so were similar in that almost three - arters had recent work experience

and wanted to work.

.511
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_ Persons who stated that they were "not working rather than "retired

early because of disability" were asked whether they wanted to work. Of

these 42 persons, 40 stated that they wanted to work, and only two (who had

worked recently) were not certain. No one indicated that he or she did not

want to work. Hence, poor motivation, as measured by : expressed desire to

work, does not seem to be, a factor in rejection.

In short, almost half (46 percent) of individuals of prime working age

who were functionally independent or only slightly dependent atad rejected by

VR because of severity had either found employment or wanted to work and

(
possessed recent work experience.

9

Other Characteristics of Young People Rejected by VR

Young people with recent work experience and seemingly good motivation

.1.o work were analyzed further, by looking at both their objective and sub-

.

jective responses to various survey items. After close examination of the

data on these individuals, it was found that there was no single reason for

rejection due to severity--that anticipated labor market discrimination,

psyghological problems, disagreement over VR's program, scheduling problems,

caseload pressures, and arbitrariness on the.part of the VR counsefOr may

contribute as much or more to,a definition of closure "by reason of severity"

as the physical impairment.

9. This is a cOnservative estimate, since persons indicating they had
"retired early because of disability" Were not asked whether they wanted to

work. These persons comprised 28 percent of this prime working age sample,

and Almost one of three of such persons had worked since the onset of disability.

153
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With respect to impairment, it was discovered that approximately one-

third of these individuals had more extensive physiciproblems than were
.

evident from the Barthel Index. Physical problems which were not apparent

from the Barthel Index include pain, heart problems, and.allergim reactions.
d

However, it should be noted that most of these people mot only..wanted to

work but did not feel that their physical-problems. smart problems like

constant or intermittent pain,. were significant enough to keep t hem from

working. _,)

LOss of benefits did not seem to be a compelling -reason forthese persons

not to be working. Although almost three-quarters of these persons stated

"14

they would lose some benefits; only three percent indicated this as the main

reason for not working. This apparent incongruity seems to be due to the

fact that most of them receive only bare subsistence levelsof benefits, so

that,working would generally increase their income, and a3go that most of

these individuals disliked being dependent on others, unproductive, and

cut off from the activities which they would normally engage in.

Many of these prsons also citedemployer discrimination when seeking

'a job. Some employers were simply reticent to hire anyone who was handicapped.
0

Some of those interviewed,were. fired after having an epileptic seizure or

asthma attack, and a number were turned down because the employer claimed

that his insurance would not cover them. In many instances, employer dis-

crimination and VR rejection, when the person was physically and menially

able to perform the job, produced almost insuperable barriers to employment.

A glaring example of employer discrimination is the following a man

in his late thirties, a television production specialist (writer) with five

years-of higher education, stated that "epilepsy is felt as a danger even

151.
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Table 7-15

Equipment-Usage and Needs
VT( Sample'

Type of Equipment
Persons who
have this
equipment2

Persons who
use this
equipment
N

Helper for upper lithh
(e.g., splint, brace) ,48 5.4 36 76.6

Helper for lower limb 61 6.9 ,53\ 88.3

Artificial limbs,,hands 21 2.4 19 86.4

Back brace 131 14.7 96 74.4

Cane, crutches, or walker 271 30.5 .223 82.6

Wheelchair 132 14.8 118 89.4

Motorized wheelchair 1.7 12 85.7'

Trapeze or bathtub lift . . 27 3.0 25 92.6

Hospital bed 56 6.3 I 49 89.1

Specially equipped automobiles
lother motori vehicles 17 1.9 16 94.1

Aids for,vision high magnifica-
tiorflenses, TV monitor)

sl

69 7.8 62 92.5

Seeing eye dog

Hearing aids 2.0 13 72.2

Speech aids (e.g., voice
boxes, amplifiers) 4) .4 3 75.0

Respiratory aids 31 3.5 31 93.9

Dentures 229 25.8 200 89.3

Other 113 12.7 105 92.9

Don't have any/Don't need any 282 . 31.7

Persons who
still need this

equipment2
N

8 .9

21 2.4

10

17

46

1.1

1.9

5.2

26 2.9

12

37 4.2

2 .2

2.4

1 .1

20 2.2

74 8.3

92 10.3

564: 63.4

1. Percentage totals exceed 100 percent because clients may have, use,
or need more than one kind of equipment.

2. Percentages based on 889 res ondents to survey.
3. Percentages based on number respondents who have this type of

equipment.
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though three doctors have given certificates that my epilepsy is completely

under control." His job was "abolished" after his first seizure, for which

he is still fighting Civil Service. He did `not know why VR had rejected

him. Another indicated the same problems in getting hired because of his-

record of epileptic seizures, and7added that "people don't-realize I know

when I'm going to have one, and it could be taken care of but they don't

help - -they hinder me by hauling the off in an ambulance when I\could have

come out of its alone." He also claimed he would get fired when he had a

spell.

Another incident of employer discrimination was related to us by a

34-year-old man with multiple sclerosis, whose only functional limitations

were sitting and stooping. He earned one of the highest test scores for a

communications job with the city police department but was turned down

because he was "too disabled to qualify for the pension fund." When he

offered to waive the pension fund, he was told this Wasn't allowed.

SERVICES USED AND NEEDED

Having outlined the major socio-demographic, economic, and physical

characteristics of the individuals rejected from Vocational Rehabilitation,

we now describe the services and service agencies which these persons have

utilized as well as their service needs. This section will look at the

service agencies contacted, services received from VR and non -VR sources,

equipment usage and need, and current service needs. The relationship be-

tween dependency, as measured by the Barthel Index, age, and service needs

will be explored. 0

N
ia
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Equipment

The extent to which a severely handicapped individual can leave his

home and function independently depends in part on the appropriateness and

availability of his equipment. In the survey, information was obtained on

the, types of equipment owned, usage, sources of payment for this equipm,ent,'7

and additional needs,

Respondents were asked whether they had any special equipment, including

such items as braces, wheelchairs; dentures, and aids for vision, hearing

. or speech. Thirty-two percent of the VR rejects surveyed had no special,

equip cent (Table 7-15). .Thirty percent had a "cane, crutch, or walker",

15 percent had a wheelchair, and 2 percent had a motorized wheelchair.

These figures are similar to the number of persons with orthopedic impair-

ments (50 percent); the number of persons who were unable to walk 50 yards

even with assistance (17 percent), is similar to the number of persons who

have wheelchairs. Dentures were common items, probably due to the prepon-

derance of persons over 50 in the survey population (one-fourth of the

survey population had dentures).

Respondents were then askqd whether they used the equipment, who paid

the major share of 'he cost for the equipment, and what equipment they still

needed. Equipment usage varied considerably. Specially equipped automobiles,

visual aids, respiratory aids, and trapezes were generally used when avail-

able (92 percent to 96 percent of the persons having these itema used them).

Between 83 and 90 pettent of the individuals with lower limb helpers, arti-

ficial limbs, wheelchairs (regular and motorized), canescrutches, or

walkers, hospital beds, and dentures used thfr e items. Certain types of

'equipment, however, were used less frequently. Of those with upper limb

Ort
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helpers (splints, braces), 21 percent did not use them, and 26 percent did

not use their back braces. The reasons for failure to usethe equipment

seem to be a combination/of factors. For back braces, upper and loWer4limb

helpers, and artificial limbs, the data regarding ability to put on this

equipment suppsts that the persons who do not use them may be unable to;

53 persons who h'ad an artificial limb, back brace, or limb helper did not

use it; which'is identical to the number of people who needed assistance

putting on a brace or artificial limb. Other equipment usage, such as

with dentures, seethed to be problematical because of the equipment not fitting

or working properly. A number of persons reporte&Npat they still needed

equipment which they had, such as a new set of dentures.

When all typfes of equipment were combined, it was found that respondents

who hadsome type of equipment averaged 1.9 items of equipment. VR paid for

the equipment five percent of the time, public assistance (Medicaid, Medicare,

or Welfare) paid 15 percent of the time, and other agencies paid for 17 per-

cent of this equipment. Private insurance handled 13 percent of the ills.

But the disabled themselves bore the lion's share (47 percent) of the mit.

Respondents tended to pay for certain types of equipment which are not Beres

sarily related to disability or which are relatively inexpensive more fre...

quently than others. Seventy-two percent paid for their dentures, 70 percett

for visual aids (usually glasses), 65 percent for canes, crutches or walkers,

and '/62 rcent for specially equipped automobiles.

0

Two-thirds of the respondents indicated that they did not currently nee airy

further equipment. Persons indicating some need for equipment listed an average

of 1.3 types of equipment needed. The most frequently mentioned items were den-

tures (8 percent), followed by "trapeze or bathtub lift" (5 percent) and "visual

aids" (4 percent). The major reason listed for not having the neede equipment
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was that the cost was prohibitive (51 percerit),ibther barriers to obtaining the

equipment, including "agency won't provide," "equipment not available," and "don't

know how to get it," together accounted for fq percent of the responses. Nineteen

percent either "hadn't gotten around to gettkhg the equipment" or stated that

their need had developed recently. /

Out of 571 persons surveyed who had so type of equipment, 211 (37 percent)

indicate&that this equipment had needed r; 84 (40 percent) of those needing

equipment repair work had experienced problems in obtaining it. The major

obstacle-to equipment repair was again the costs--40 percent of the respondents

with problems in equipment repair indicated that costs were the major problem.

Service Agencies Contacted

Respondents were asked to indicateQ e service agendies they had contacted

within the last 3 years to apply for benefits for themselves. Since most of the

persons surveyed first became disabled during this period, agency contact would

be expected to be high during this time.

k Ninety-seven percent of the surveyed population had contacted at least one

agency (other than Vocational Rehabilitation) during the 3 years prior to the
S

survey (Table 7-16). The most frequently contacted agency was the Social
r.t

Security Administration perce , folloWed by food stamps (34 percent) and

public welfare other than AFDC (26 percent).

The.major type of benefit received from these agencies was "cash income

or subsidy." When all types of benefits received from all agencies were totalled,

74 percent of the benefits received were "income", followed by "physician servicaSM,

(9 percent). This would be expected, given the types of agencies most frequently

applied to, since the only possible benefit from most of these agencies is income

or income in kind such as low-cost housing and food stamps.
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Table 7-16

Agencies Contacted and-Benefits Received.
By yR Samplel

Contacted Received

PUBLIC:

Social Security Admin. or one of its agencies for DI, OASDI, or SSI 778 x87.5

Veterano Admin. or one of its agencies for pension or comptaaarion 170 19.1

Workmen's Compensation for on-the-job injuries 106 1r1.2

Unemployment Compensation or tal Disability Insurance 75 -;,64

Employment and job placement services ,'67 7.5

Aid to Families with Dependent Children 8.9 10.0

Any other public welfare or public assistance agency 231 26.0

Low cost or publ4c houaing , .. '67 7.5

Food stamps or commoditied . ......... 307 114.5'

78 8.8

Legal aid societies and programs 19 2.1

24 2.7State programs for sickness and temporary disability benefita

4gency2 Benefits3
'V x

Job training programs, e.g., WIN, JOBS, etc

Railroad Retirement and disability benefits 8 .9

Programs for pensions or disability benefits for gov Intemployees... 29 3.3

Programs fo- pensions or disability benefits provided by
employers or unions

% e
61' 6.9

Bureau of Handicapped Children 11 1.2

Other public agency 34 3.8

PRIVATE1)

Medical agency or hospital 51 5.7

76 8.5 .

Mental Xealth agency (including public) 15 1.7

.

or job placement agency 9 1.0

Church and synagogue social aervicea A 19 2.1

Other private agency . 31 3.5

Haven't contacted any 26 2.9
...._

Vocational training agency

N. %

636

. 123 d

r
gb

81.7

74.7

75.5

51 68.0

8 11.9

74 83.1

175 75.6

41. 61.2

209 68.1

16 20.5

11 X7.9

13 54.2

5 f12.5

28 96.6

48 78.7

4 36.4

21 61.8

40 78.4

20 2'6.3

10 66.7

1 11.1

13 68.4

14 45.2

Employment

1. Percentage totals exceed 100 because clients may have contacted or received
benefits from more than o e agency.

2. Percentage of to al survey population (N!889).
3. Percentage of res ondents who contacted the agency that received benefits.
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'Total Bartlkel scores were cross-tabulated with service agencies contacted to

determine whether.dependency, as measured by the Barthel scale, was related to

t'he type of service agency contacted. There was no relationship between dependency

and contact with thocial Security Administrat-In.- However, the more dependent

petsons relied more heavily on Public welfare (other than AFDC) than the more

physically independent persons, and persons who were more physically independent

contacted, employment-related agencies (agencies which help.to train or procure

jobp or compensate for loss of employment) more tl4an physically dependent persons.

Services Received from VR and Other Agencies

Almost half of the respondents indicated that they had talked to a counselor

at VR. Only 29 percent received any services in addition to.:counseling.

Individuals closed in Status 28 or 30 comprise 22 percent of the total survey

population and could have rece ved some services; some of those closed in status

08 had also received services. Those who received services from VR bey

vocational counseling averaged 2.1 dfferent services. The services which VR

most frequently paid for were "vocational training," "educational costs,"

"transportation" and "hospitalization"; 6 to 8 percent of all those surveyed

reported these services (Table 7-17).

VR paid for surgery,for 3.7 percent of the sample, physical therapy for

3.60percent, "prosthetic devices, braces, wheelchairs, etc." for 3.6 percent and
\-

occupational therapy for 3.0 percent. It was extremely rare for VR to pay for

certain services. Less than 1 percent of the total survey population received

visiting nurse services, homemaker services, special divices for schooling, or

home modifications which were paid for by VR. Communication services (for per-
k

sons with visual, speech, or hearing impairments) were also quite rare, but this

is probably due-to the small sample size of these disabilities.

Only 60 percent of the sample were aware of the fact that VR had closed

their case. Nine percent indicated that VR had referred them to other agencies

upon Ting their case, and 5 percent had received some kind of assistance from
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Table 7-17

Services Received and Needed
L-

Services
Received
From -VR

N

Surgery 33

Hospitalization 52

Physical Therapy 32

Oecupitional Therapy. 27

Speech/Hearing Therapy 8

,Other Medical Treatment 45

Visiting Nurse 4

Homemaker Services 1

Prosthetic Devices, Wheelchair, etc 32

Vocational Counseling
2

72

Vocational Training 68

Educational Costs 54

VocatiOnal Placement 15

Tools, Equipment, Licenses for Work 12

Special Devices for Schooling 8
9

Transportation 53

Psychological Therapy 19

Home Modifications 2

Deaf Services 2

Reader Services for the.Blind 7

Orientation Services for the Blind 2

Other 54

Don't Need Any

..S123.3.7

5.8

3.6

3.0

.9

5.1

.4

. 1

3.6

8.1

7.6

6.1

1.7

1.3

. 9

6.0

2.1

.2

.2

.8

.2

6.1

--

Services
Received

From Other
Sources

N X

Seivices
Still Needed
N Y.

102

149

11.5

16.8

4

57

50

6.4
.7,

5.6 :

8 9.6 141 15.9

22
,,

2.5 86 9.7

11 1:2 47 5.3

148 16.6 84 9.4

16 1.8 27 3.0

6 .7 87 9.8

45 5.1 69 Nt, 7.8

13 1.5 .126 14.2

12 1.3 183 20.6

7 .8 111 12.5

3 .3 131 14.7

45 5.1

3 .3 46 5.2

32 3.CI6 162 18.2

27 3.0 52 5.8

7 .8 41 4.6

--,
t.

6 .7

5 .6 9 1.0

7 .8

21 2.4 66 4 7.4.

-- -- 348 39.1

1. Percentag totals exceed 100 because clients may have received or may still '

need more one services.

2. Respondents were asked this estion only if they indicated VR had paid for
services beyond vocational ounseling.
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these agencies. However, 31 percent received help from agencies or clinics

to which VR did not refer them. Approximately two-thirds of those who received

help independent of VR referral went to hospitals or clinics. The major benefits

'received from agencies for which VR did not pay were hospitalization, surgery,

physical therapy,,and other medical treatment; between 10 percent and 17 peicent

of all respondents surveyed had received these services since.beingtrejected by

VR (Table 7-7). Services which were received more infrequently included "pros-

thetic devices;braces, wheelchairs, etc." (5 prcent, transportation (3.6

percent), psychological therapy (3 percent), and occupational therapy (2.5

percent).

When all services received from sources other than Vocational Rehabilitation

were totaled, 38 percent were paid for by some form q,f public assistanci (Medic-

.
ll

aid, Medicare, or Welfafe)2, 36 percent by other agencies, 12 percent by private

insurance, 8 percent q" the individuals themselves, and 7 percent by unknown

sources. "Other agencies" and the individuals-themselvespaid the bill more

frequently for special'eqUipment, psychological therapy, and transportation than

for other services. Private insvrance paid for hospitalization, surgery, and

physical therapy between 17 perdent and 19 percent of the time but infrequently

paid for other services.

The fact of having received services, however, does not always mean that the

services were appropriate, timely, or satisfactory. For example, one individual
4

described his experience as follows:

[tie] Doctor said someone had lied or made a mistake and he would see what

he could do. I never heard from I was pretty let down. What they
[the doctors] had put in the history was a completely different story than
what was going on with me--my history at the hospital has'disappeared four
times. They broke my toe at the hospital and the nail'came off two tim
and It never showed up in the history. They scraped live tissue, and a ,oc-
tor came in who screamed at the technician who thought it was dead tissue
because I couldn't feel anything--I just 'learn to overlook things because

the doctors said if I said it they would.deny it. There's nothing I can do.
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Current Service Needs
4

Respondents were asked whether they needed any services which they were not

receiving. Thirty-ninepercent indicated that they currently did not need any

services (Table 7-7) the remaining indicated an average need of three services
t,

per person. The services most frequently cited were vocational training (21

percent), transportation (18 percent), physical therapy (16 percent), vocational

0 -

placement (15 percent), vocational counseling (14 percent) and educational

costs (12 percent).

Other service needs mentioned included occupational therapy, homemaker

services, other medical treatment, and prosthetic devices, witeelChairs, etc.,

Six percent felt they needed surgery, hospitalization, and psychological therapy

and 5.percent mentioned "tools, equipment, or licenses for work,"special

devices for schooling, speech or hearing therapy, and home, modifications.

Services Needed by Age Group

The percentage of respondents who neeaed.services was compared by age group

to determine whether different g a had different service needs.

C.,.7

There was no cleaeage pattOn for any of the medical services, except' for

,

occupational therapy. PropottionateLY f wer disabled persons over 50 (7 percent
4r,

indicated a need for occupational ther py than younger persons,(10 to 15 percent

Vocatfonal service needs (vocational counseling, vocational training,

educational costs, vocational placement, and to some extent "receipt of tools,

licensee, equipment, etc., for work") showed a clear relationship to age, a

larger proportion of the younge4r persons indicating they needed these services

than older persons. For example, 35 percent of those surveyed who were 16-30

years old indicated they needed vocational training, compared with 29 percent of

the 31-40 group, 24 percent of the 41-50 group, 16 percent of those in the

51-60 year range, and 11 percent of those over 60. "Special devices for

schooling" followed a pattern similar to vocational services, with the young
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persons needing these most and the older persons least (from 11 pe/icent of the

16-30 age group ito 1 percent,of those, over 60 years indicating a, need for this).

Transportation services, which were needed by 18 percent of those surveyed,

were rnnrr. heavily in 'demand by younger persons, particularly the 16-30 Age group.

Thirty-two percent in this age group needed transportation services; between)

17 and 21 percent of those aged 31-60 and. 13 percent of those over 60 needed'

transportation services. Home modifications were needed somew4t more'bv

respondents under 40 years of age than by those over 40.

The youngest age group seems to have had the greatest need for services of

some sort, with only 26 percent Indicating that they did not need any, services,

compared 'to 40 percent in all other age groups combined who did not need services.'

This finding is consistent with-the.low Barthel scores of this group, i.e.., the

more "dependent" person would be,expected to need more services. The4tpial

I ,44.0

number of-services needed (among those who indicate&a need for servNts), also

declined with age (an average of 3.7 services per person in the 16-30 age group,

3.2 for 31-40, 33 for 41-50, 2.7 for 51-60, and1.6 for persons over 60).

Service.Needs and Sdverity

Respondents' perceptions of their service needs were analyzed by the extent

'of dependency, as measured by the Barthel Index, to see whether severity was

related to'the type ofservice needed.

The percentage of individuals who reported no need for services was similar

for all Barthel categories except the "severely" dependent; only 10 percent of the

severely dependent felt they needed no further services. Among,the individuals who

felt they needed services, more "dependent" persons indicated a somewhat higher

num0er officervices needed: an average of 3.6, 3.8, 3.1, and 2.6 services needed

for the totally, severely, moderately, and slightly dependent respectively,. and

2.9 for the "independent."
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In most instances, service needs clearly differed for individuals with

°
,
different degrees' of dependency. Surgery and hospitalization were needed pri-

marily by persons who were severely and moderately dependent, physical therapy wa

needed by '1417percent of the severely dependent, 19 percent of the moderately de-

pendent, 14 percent of the totally dependent, and 11 percent of the slightly

dependent and independent. Occupational therapy and "other medical treatment"

was needed most by the severely.dependent and least by the totally dependent.

Homemaker services were needed most teavily by the severely dependent, followed

by the moderately dependent.

Visiting nurse services were needed most by the totally and severely

dependent, and prosthetic devices, wheelchairs, etc. were needed most by the

totally and the severely dependent. To sum up the medical service needs, the

severely dependent have the highest proportion of medical needs, often followed

by the moderately dependent. The totally dependent, however, need those medical

services which would improve functioning without attempting to physically restore

the body (visiting nurse services and special equipment).

Vocational counseling was indicated as a service need most frequently by

"severely" dependent persons, followed by "independent" persons. Other vocation

services tad no clear relationship with detpendency,'"with the exception of "voda-

tional'placement"; the only group indicating a sizable need for.vocational
%

placement were the'respondents who were "independent" on the Barthel scale

(20 percent),'
40%

Transportation cervices were most heavily needed by the severely dependent

(37 percent), and least needed by those with little or no dependency. Psycholo

cal therapy was most needed by those who were quite physically dependent, as wer

home modifications.

The relationship between age, severity, and. service needs is a complex one.

However, from the preceding analysis a number of key points can be made. Most
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medical needs are primarily a function of severity, not age. This is illustra-

ted by the fact that the severely dependent have the heaViest need for restora-

tive medical services, and the totally dependent primarily need equipment and

physical assistance.

Vocational service needs, on the other hand, are primarily determined by

age, as illustrated by the finding that older persons need proportionately

fewer vocational services--particularly those over 50. Vocational placement

is needed by those who are younger and more physically able. Transportation

services and home modifications are needed most by those who are both young and

physically dependent. The findings suggest that the individuals surveyed had a

fairly realistic appraisal of their situation and service needs.

SUMMARY AND CONCLUSIONS

ft

The individuals surveyed who were rejected by VR because of severity were

older than expected with half over,50 years of age. The majority had not '

completed high school, a fact which obviously provides some impediMent to employ-

ment. Most of these people lived with their families, which were their major,

and often only, source of social contact. Over one-quarter_were beneath the

poverty level, even though almost one out of five had household incomes of $10,000

or more.

The most common disabling conditions in this sample were orthopedic impair-

ments, followed by cardiac and circulatory conditions. Unexpectedly, almost-half

of these people were completely independent in self-care and mobility.; as measured

by the Barthel Index. Another scale for measuring functional limitations indi-

cated that out of 11 activities, there were only two which the majori v of

'respondents had difficulty doing ("lifting or carrying weights of abo t 10 pounds"

and "stooping, bending or kneeling"). This finding is rather surprising, sincc.

all of thesepeople were rejected by reason of severity. It tends to cast doubt

on the validity of the use of severity as a reason for closure.

167



150 4 .

Further investigation, revealed that younger VR rejects were more physically

dependent than older persons as measured by the Barthel index. This suggests

that older persons may be rejected in part because their age narrows their emplo

ment
\,

A disturbing finding, however, was that 57 percent of the younger persons

(aged 16-40) were physically independent or only slightly dependent. It was not

clear why people of prime working age who were fairly physically fit had been

rejected because of severity. Further analysis showed that almost one-half

of these people had recent work experience and wanted to work. Analysis in

more depth revealed that there were many possible reasons for their rejection,

it could not be said that the overriding reason for rejection og.these persons

was that they were too physically impaired. It is clear that many of these peop

want work and could manage it currently. Poll es which would dye persons reje

ted from VR automatic access to a review board tcidetermine whether rejection

was appropriate could help alleviate some of the arbitrariness inherent in human

dacisionmaking. On the other side, public policies which prohibit employer

discrimination against disabled persons and at the same time protect employers

by allowing adequate employers' insurance coverage for disabled persons might

go a long w y toward easing the way for the employment of these persons.

The pe ple rejected by VR in this survey had rather modest equipment needs;

if all persons surveyed were supplied every time they felt would be provided.

VR rarely paid for equipment (5 percent of the time), and other agencies or

insurance failed to pxovidesuch equipment about half of the time. The major

barrier for these individualsin obtaining equipment was the cost,: half the

respondentls could to affbrd needed equipment. If VR paid the bill for equipment

needed when other agencies would not cover such items, less than one of four VR

rejects would need some type of equipment from VR. If, in addition, VR assisted

these individuals by directing them to the places which carried the types of
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equipment needed, the cost to VR for provision of equipment would decrease further.

When respondents were asked about other service needs, 39 percent needed no

additional services._ For those who needed services, the most sought after were

vocational services, transportation, and physical therapy. Vocational

services were needed most often by the younger persons surveyed,. whereas physical

therapy and other medical services were needed most by the more physically

dependent. Transportation services were needed most by those who were young and

)1
physically dependent. Provision of vo ational services, particularly to persons

^

under 45 years of age, should probably be the first line of attack in decreasing

their economic and physical dependency. Provision of physical therapy and

transportation services might prove useful in reducing the need for attendant

or homemaker/housekeeping services for thbse with more severephysical limitations.

In summary, the contention that these disabled persons deceived the services

they needed from some sources or programs other than VR is not supported by the

data. Half of the special equipment which respondents have was paid for by the

disabled themselves. 'Additional service needs were high; 61 percent needed some

services, averaging 3 services per person. As noted in other sections of this

report, assistance in homemaking activities and attendant services was largely

provided by the families of the handicapped, with agencies rarely helping out.

The bulk of these service needs fall within the domain of VR, yet VR rarely paid

for these services. ,Greater responsiveness to service needs might improve the

vocational potentii and enhance the independence of those persons who are

currently being rejected from VR.

It is clear that some action needs to be taken to alleviate the plight of

these people, many of whom are needlessly sitting at home, often quite isolated

N;e
socially, and many of whom want to work and are capable of working. Others,- who

are less physically able, often are even more neglected, in part dneto conditions

which could be changed with more careful planning for their needs.
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The urgent need for more comprehensive services to the severely

handicapped can, perhaps, best be concluded by the letter we received from

a woman who lives in a nursing home in Maryland.

Dear Sir:

All, those things are wonderfull, that you are trying to get for
the handyeapped, but most of the things, were for those people that
are very, very, forChenet to be able to be out on the outside, and
someones, that may have money enough to be able to be outside. I can

not help much there, for all the time I have been handycapped, I have
had to be confined in nursing homes, and hospitals. I do hope that
you Tan get help for all'handycapped, most of them deserve all the
help they.can get. And another thing, I am in the state, and that
dose not help you either, and I, have a medical card too.

But there is one thing, that I sure am interested in putting in
a plug, for all of us younge handycapps, that have to live away frome
home. If anyone of them are in my same boat, I am sure they are
interested, in this too. Why has someone not gotten to think about
the young handycapped, who has to live away frome home? Do people on
the outside, have no consideration, for people who are young and
handycapped, in every state, set up a place, where us young can be
a little free to half way live. Instead of throwing us among the old
people. These sad old people, who are just waitting to die, it is not
fare at all. Where these old people cannot help the way they are, but
that is besides the point.

This is one thing I wish, you would send to Congress, so we could
live like other young people, without allways doing things that, someone
set up for you to do. I hope you will not just put this a side, and
for get about it, even one floor, in some hospital, would be better
than this, two or three places, in each state, would, be great.

0
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Chapter 8 b

SIS OF INDIVIDUALS MOST SEVERELY HANDICAPPED
WHO RECEIVED SERVICES AT COMPREHENSIVE

MEDICAL REHABILITATION CENTERS

This chapter addresses the problems, needs, and treatment of those severely

handicapped individuals who have received services at comprehensive medical

rehabilitation centers (GMRCs). Descriptio0 of the survey instruments, methodol-

ogy, and sample is followed by the survey findings, concluding with a comparison

of the CMRC and VR populations.

METHODOLOGY

Survey Instruments\

Considerable time and effort were employed in the development of the survey

instrument. Numerous meetings, discussions, and pretests were held° in different

locations to develop valid and reliable research instruments. Representatives

of rehabilitation medicine and nursing, - sociology, psychology, economics and

social sekvice, and public policy fields participated in the study design and

the formulation of the instruments.

Two,of the survey instruments, the Interview Form and the Mail-Out Form,

which asked questions about the person's physical condition, income, expenses,

services used and needed, and various types'of difficulties resulting from their

disability,,, were almost identical to the instruments used in the survey of

individuals rejected by VR because of severity. Two additional survey instru-

ments, the Comprehensive Medj.cal Record Review and the Hospital Financial Forms

supplemented the data about the individual's cu rrent situation, with information

about his physical condition on admission and on discharge from the CMRC, together
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with data 9n services received at the CMRC and the cost of such services. The

survey instruments used in this study are described below.

1. Initial Medical Record Review Form. This form was used for the selec-

tion of the subject group through the review of CMRC admission data.

2. Mail-Out Form. This questiOnnaire requested information about the

subject's age, sex, familial status, social activities, membership in

organizations, health care received during the past year and the cost

of this care, health insurance coverage, and iicome.

3. Interview Schedule. The interview schedule, similar to the VR inter-

view schedule, sought detailed information on a wide range of topics .

such as physical functioning, services, and other problems and

characteristics of handicapped people.

4. Co4tehensive Medical Record Review. This form was used for review of

the client's medical record. Information requested included duration

of disability prior to entry to the CMRC, diagnosis and complicating

factors, evaluation of functional status, communication ability, limitin

conditions, and motion of limbs at admission and discharge, length of

stay, and medications prescribed.

5. Hospital Financial Form. This form wag for review of the patient's

hospital account records to ascertain the costs incurred by the client

for rehabilitation services at the CMRC.

6. Hospital Profile. This form describes the number, type, and qualifica-

tions of the CMRC staff and the CMRC services available and their costs.

In addition, patient census data for the past 4 years.was collected.

Survey Design

The sample for this study was drawn form former inpatients of 10 CMRCs

located across the country. These centers were:
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New York University Medical Center

Institute of Rehabilitation
New York, New York

Rancho Los Amigos Hospital
Downey, California

Rehabilitation Institute of Chicago

Chicago, Illinois

Rehabilitation Institute
Detroit, Michigan

Rehabilitation Institute
Tufts-New England Medical Center

"Boston, Massachusetts

Spain Rehabilitation Center
Birmingham, Alabama

Texas Institute for Rehabilitation and Research

Texas Medical Center
Houston, Texas

University of Minnesota Hospital

Rehabilitation Center
Minn apolis, Minnesota

University of Washington Hospital

Depa tment of Rehabilitation Medicine

Seattle, Washington

*T4

CO.

Woodrow Wilson Rehabilitation Center

Fischersville, Wirginia

CMRCs o er a full range ofirehabilitation services. All 10 CMRCs in

this survey rovide physical therapy, occupational therapy, speech pathology,

proathetic/o c services, social sec,:l.ces, psychological services, and voca-

tional rehabilitation, in addition to the usual medical oaervices. Most of these

centers also offer therapeutic recreation and pulmonary services.

These centers were selected because of their comprehensive services, the

nature'of their client population, and their national representativeness. Most

of the centers are affiliated with a major university medical school, and seven

. are SRS Research and Training centers.

1 5 3
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CMRC staff were active participants in the'study'F implementation and

sample selection, cooperating in the study by helping to select ark. schedule

persons identified as severely disabled aS4ring to vecific study criteria.

An initial screening of 2,681 former CMRC patients was conducted in order to

identify 656 severely disabled persons as potential interview Subjects. Two

interview teams, one based in Chicago and one in Boston, each composed of a

rehabilitation nurse and a rehabiytation social worker,- Were trained for inter-
..

viewing and reviewing medical records. Each team visited five CMRCs, inter-

viewed a total of 307 severely disabled, and reviewed the medical and hospital .

account records for each person interviewed. A consent form was obtained from

each subject before the interview and record review.

The selection criteria were applied to each of the records reviewed in order

to select those pesons most severely disabled and most appropriate for the

study. These criteria included:
1

1. Minimum age of 16 upon admission.

First admission to the facility as an inpatient of rehabilitation

rvicee.

3. Minimum length of stay at least 14 days.

4. Admission on or Otter September 1, 1972 and discharge before September

1, 1973.

5. Nonenrollment in Vocational Rehabilitation upon admission to the CMRC.

6. Patient's death is not noted.

1. Initially a specific distance from the CMRC was Included as a criterion

for selection to aid interviewing; however, this criterion was not always applie

.since it was necessary to draw from a.larger geographic area than was first

anticipated.
2. This criterion was waived at two CMRCs (Spain Rehabilitation Center

and Woodrow Wilson Rehabilitation Center); many of their patients are enrolled

in VR*

1 7 4
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7. Record has sufficient information to complete selection.

8. Functional level upon admission as measured by ?ULSES was 12 or

greater.
3

These criteria were applied to each randomly selected record until at least

60 records were identified that met all of the selection criteria or until all

appropriate records had been reviewed. The numbdr of selected cases and the

number of records reviewed varied from- center to center, owing to large dif-

f
ferences in the severity of the population served.

t,

Over 2,000 of the cases reviewed did not meet the study criteria. The rea-
..

sons why CMRC patients were rejected from the study are presented in Table 8-1.

One of the major reasons for rejection was length of inpatient stay being less

than two weeks.

Initially, the selected cases were to be weighed in order to obtaip, a repre-

sentative sample in each of the .disability categories. However, die fact that

every case had to be contacted in order to schedule enough interviews made this

impossible. The sample therefore overrepresents those persons who were the

most severely disabled at the time of their admission to the CMRC. While 30

interviews at each of the 10 centers was the objective of the survey plan, the

actual number interviewed at each center varied from 22 to 47. Most of the

interviews were carried out in the homes of the severely disabled (69 percent)

and 31 percent were interviewed at the CMRC. The severely disabled who were

interviewed were paid an honorarium of $10, and transportation costs were covered .

for those who were interviewed at the CMRC.

3. The PULSES scale provides a global functional status picture. The PULSES

profile includes data on required nursing or medical care, self-care activities

dependent mainly upon upper limb function, mobility activities dependent upon

mainly lower limb function,, sensory components relating to communication and vision,

excretory functions, intellectual and emotional adaptability, environmentnl bar-

riers4 financial ability and support from the family unit. Those persons completely

independent score a 6; completely dependent persons store a 24i.
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Major Areas of Analysis

The analysis of the CMRC population covers a wide range of areas. First,

the criteria used to identify, describe, and evaluate the most severely handi-

capped individuals-is discussed. Next, the demographic characteristics of the

population are described. A discussion of the physical condition of the sample'

follows, relying heavily on indicators of depenSeicy. the next area describes

the services which are utilized by the sample, followed by the current service

needs and the, environmental problems facing this population. Finally, a com-

parison of the CMRC and VR populations will be made on a number of key variables.

CRITERIA USED TO DEFINE THE SEVERELY DISABLED

A wide range of criteria may be employed to identify the most severely dis-

. abled. Numerous scales, standards, and definitions have been developed by those

in rehabilitation medicine hnd nursing, the social sciences, vocational rehabilita

tion, and the rehabilitation therapy profedsions. In general, these criteria

for characterizing the severely disabled include either a serious medical condi-

tion or cri\ical limitations inphysical and socifia functioning.

In this study, functional performance level was used as the primary indicator

A.

of severe disability. Functional performance was measured at three points in

time: upon admission to the CMRC, upon discharge from the CMRC, and at the

time of interview, approximately 2 years after admission. Two major scales were

utilized to measure physical functioning: (1) The PULSES Profile scale,'developed

by E. Moskowitz and C. McCAnn
4 and modified by Carl V. Granger, M.D.; and (2)

The Barthel Index, developed by F. I. Mahoney and D. W. Barthel5 and modified by

Carl V. Granger, M.D. While the Barthel Index has been generally discussed in

4. E. Moskowitz and C. McCann, "Classification of Disability in Chronically

Ill and Aging," Journal of Chronic Disease, March 1957c p. 342-346.

5. F. S. Mahoney and D. W. Barthel, "Functional Evaluations: Barthel

Index," Maryland S Medical Journal, February 1965, pp. 61-65. .4

178



161

.
other sections of the report, its importance merits a rore detailed discussion.

.

Both the PULSES Profile and the Barthel Index evaluate the person's capability

to perform specific activities of daily living and his need for professional

and nonprofessional assistance.

The PULSES Profile and Barthel Index evaluations for this study were done

by two rehabilitation nurses trained in research who also had years° of clinical.

experience. Pretesting of illstrumenesand training of the team nurses were

carriid out at the. Tufts Rehabilitation Institute in Boston under the supervision

Of Carl V. Granger, M.D. The nurses scored the items on the PULSES and Barthel

0.

scales utilizing medical records of a randomsample'of rehabilitation patients

at Tufts Institute. Their independent evaluations were then compared with each

other and with independent PULSES and Barthel evaluations routinely done on the

patients by the T fts Institute professional staff-. Reliability was at .95

4
between ntr s and betweqn gathered from medical records and from in-

0 9

person: interviewing.

The reliability of the Barthel Index itself is currently being tested and

analyzed under he direction of Dr. Granger.
6 Preliminary results of this

separate study on 1001-rehabilitation patients indicate that the modified Barthel

Index has high interjudge reliability (an alpha coefficient of .97) when administered

at the time of discharge and a high internal consistency reliability (an alpha

coefficient of .92). The total score was found to be a discriminating, valid

score; and changes over trine are a reliable measure of (*sipped functiohal change.

The PULSES and.Barth1l evaluations lor Time 1 and Time 2 were determined

from information available in'the person's CMRC medical record. At alLcenters,

,

.

specific and often extensive evaluations were done at the time of admission

and at the time of discharge. In order to complete the PULSES Profile and the

6. Carl Granger, M.D. and Larry Sherwood, "Preliminary Analysis of the

Barthel Index and Granger Modifications,- .al-!ublished, 1975.

11./9
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Barthel Index, the team rehabilitation nurse reviewed the record including

physician reports and rehabilitation therapy evaluations for the admission and

discharge functional status information. The evaluation items were scored on

the basis" of the ind vidual's level of need for assistance' in performing a

specific task, such as eating or transferring to a chair._ The scoring for each

'task is clearly defined. The scoring for the task performance was derived from

the appropriate rehabilitation therapy evaluation. For example, mobility per-

formance was evaluated frok_the physical therapy report and self-care capability..

was determined from the occupational therapy evaluation. 61e rehabilitation

nurse studied the admission and discharge information for approximately 1 hour

in order to obtain these data. Infrequently a specific task.4rea was not clearly

defined in terms of the level Of assistance the individual needed; therefore,

the evaluation could not be completed. The same procedure was followed if the

task was not discussed in the record. This occurred infrequently because many

of the centers in the study used the Weed (1969)-4t:,oblem-oriented medical record

syStem
7 which carefully and accurately record the data needed to complete the

PULSES and Barthel icales.

The PULSES Profile and Barthel Index ratings at' the time of interview were

done by the-rehabilitation nurse. Primarily from direct questioning of the

A

persoh about specific task performance but also through observation of his func-

tional ability, the professional team'made an evaluation of the person's cap-

ability to perform the tasks and his need for assistance.

6

' The PULSES Profile scale measures the need for professional and honprofes-

sional assistance in six broad areas:

P - The medical and/or nursing care required for the physitarcondition.

U - The upper limb functional capability in self-care activities..,

7. Lawrence Weed, M.D., Medical Records, Medical Education, and 'Patient Ca.

The Problem-Oriented Record as a Basic Tool (Clevelald: Press of Case Western

Reserve University, 1969).
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L - The lower limb functional capability in mobility activities

S - Sensory functional capability in commu4cation.

E - Excretory function control.

S -= Usual role and task performance capability.

Each of these functional areas is scaled with values of one to four., A

subscore of three or four indicates assistance from another person is either

frequent or necessary on a daily basis. A total score of 21-24 indicates extreme'

disabilitr(acoring threes'or fours in all areas); 16-20 severe disabili

12-15 moderate to severe disability; 8-11 mild to moderate disability; and 6-7

. -

The PULSES Profile was used as the principal screening variable for the

study. Only those with a score of 12 or higher upon admission to the CMRC were

selected for inclusion in the study sample. Of all those selected in this study,

37 percent had a CMRC admission score of 12-15, 49 percent scored 16-20, and

13 percent scored 21-24. The mean score was 16.6 and the median 17.

It is possible to be classified as severely disabled on the PULSES (total
a

score. of 12) with only sight impairme t (orlminimal assistatse required) in

each of the six areas measured. It is also possible to have a total score of 12

by being totally. dependent in two areas and independent in all others. However,

a person could IA significantly impaired by an emotional disorder and have a

Wel scone no higher 'than 8. Similarly, sbmeone who is blind and deaf but able

1

to manage without assistance in self-care activities would not score the 12

necessary for inclusion in the study. The criterion of a minimum score of 12

g
/

therefore requires
(

that the subject be handicapped in more than one area; i .,

minimally in all areas or maximally in two or .mere areas.

(7
.:

8. Carl Granger, M.D., "Scales for Severly.y4,in Physically Handicapping

Conditions," unpublished, Decemker 1974.
te
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The Barthel Index is divided into two subscales: "self-care" and "mobility.

Items which are considered more important, such as ability to eat withoift assis-

tance, are weighed more heavily than less important il-ems like grooming. A

\.. person scoring 100 on the Barthel Index is independent of assistance fro- ot'he7s;

scores of 91-99 indicate slight dependence; 62-90 moderate dependence; 21-61,

sever% dependence; and 0-20, total dependende in self-care and mobility. In

the Barthel Index the individual who is in a wheelchair and who can perform all

activities except walking 50 yards or walking up and down one flight of stairs

independently cannot score higher than 80. An individual who can accomplish

all of the listed tasks except transferring to a tub or shower will score a 99.
9

The RT-7 Code of diagnostis,,categories for clinical disorders or handi-

capping conditions was utilized in the study for general identification of the

a.

disabling condittos..- This three-digit code was developed by the SRS Research

and Trai ng Center at the Rehabiditation Institute of Tufts-New England Medical

Cente . The code is based primarily on the part of the body affected and is

par icularly appliCable to those types of disorders causing a handicapping

condition.

MAJOR CHARACTERISTICS OF INDIVIDUALS SURVEYED IN CMRCs

ir
In this section, the demographic characteristics of the individuals suveye

in the 10 Comprehensive Medical Rehabilitation Centers are discussed. The

sample interviewed was distributed in age acrosd the life span, with a,dispro-

portionate number in the older age categories; 28 percent of the sample were

below the age of 31, and 33 percent were over the age of 60. The largest per-

centage of patients aged 16-30 (50 percent) were the'spinal cord injured f011owe

. By those with other neurollogical disabilities (33 percent). The oldest age

9. See discussion of Barthel Index Scoring, in Chapter 27.
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group, 61 and over, had disproportionate numbers of persons with cerebral dis-'

abilities (42 percent) and amputations C66 percent). Table. 8-2 shows age and

disability types.

Table 8-2

Age by Disability

Disability Age

Cerebral

16 - 30 31 - 40 41 50 51 - 60 61+ Total

N. % N % N % N
0

7:' N % -N %
.

18 13.6 10 7.5 17 12.8 31 23.4 56 42.4 132 100.0

Spinal Cord 49, 50.0 16 16.3 6 4.5 10 1.5 17 17.3 98 100.0

Other Neuro
logical

5 33.3 3 20.0 1 6.6 5 33.3 1 6.6 15 100.0

Musculo-
skeletal

4 15.3 5 19.2 4 15.3 3 11.5 10 38.4 26 100.0

Amputations 3 10.0 0 0 0 0 7 23.3 20 66.6 . 30 100.0

Other 3 10.0 0 0 0 0 0 0 0 3 100.0

Missing In-
formation

.

.)

. 3

.

TOTAL 82 26.7 34 11.0 28 9.1
.,-.

56 18.2 104 33.8 307 100.0.

The majority (79 percent) of the surveyed popoulation was white. Twenty

percent were black, and virtually no other racial groups were represented.

The selr distribution of tile sample differedfrom that of the 1966 Survey
P

of Disabled Adults by the Social Security Administration; In the CMRC survey,

males composed 59 percent of the population; and females 41eercent, whereas

in the Social Secuiity Administration national sample, a higher percentage of

females (7.0 percent) than males (4.7 percent) reported themselves to be

severely disabled.

183



4

166

The disability category with. the largest number of males (75 'percent) was

spinal cord injury; females were overrepresented in the "other neurological"

'category, with 80 percent, and in the "musculoskeletal" category. The sex

diStribution' of the categories of cerebral disability, amputation, and other

neurological were similar to that of the total sample.

Almost half of the sample were married, and one-fourth were single. Seven-

teen percent were separated from their spouses through death, divorce, or

separation.

The occupational background of those individuals was diverse, as Table 8-3

illustrates.. The majority of the population, however, had a high skill level,

as evidenced by the last job at which they were employed (or were presently

employed). Professionals, managers, and administrators comprised almost one-

quarter of the sample. Sales/clerical workers and skilyd craftsmen comprised

another sixth. Individuals with less physically taxing jo s are likely to

have an easier reorientation process after disability than ersons with jobs

requiring more physical strength. Those who had been employed as service workers

borers,
and private household workers will probably have more employment proble

because they generally would not be able to return to physically demanding work.,

The relatively small percent ge of those never employed was composed of house-

wives and those under 20 years of age who had never been in the labor market

prior to the onset of their disability.

An examination of educational background again points out the fact that

the pepsons interviewed were for the most part a highly skilled, highly educated

group. This findi g highlights the4difference between this sample and the 1966

Social Secuirty Adminis ration sample, in which 42 percent had less-than 8 years

of education. l0 The majority of the-CMRC sample (62 percent) had completed 11

11). Kathryn H. Allan and Mildred, E. Cinsky,, General Characteristics othe
Disabled Population, Report No. 19, SOc4-11 Security Survey of the Disabled: 1966,
(DHEW, 1972), pp. 1-14. '
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Table 8-3

Type of Usual Occupation

Professional, technical and kindred

Number Percent

workers 36 11.7

Managers and administrators 34 11.1

Sales workers 16 5.2

Clerical and kindred workers 32 10.4

Craftsman and kindred workers 39 12.7

Operatives except transport 37 12.2

Transport equipment operatives., 4 1.3

Laborers except farm 11 3.6

Farmers and farm managers '4 0 1,3

Farm Laborers and farm foremen 1 0.3

Service Workers except private
household 29 9.4

Private household workers 17 5.5

Never employed 44 14.3

Don't know 3 1.0

.TOTAL 307 99.9

I

41,
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or more years of education. However, there was cons4,-?-2irs'.1

different, diagnostic t pes. Those with "other neurolccal :27'.=1)'4Yes"

the highest percenta (93 percent) of individuals whc had ccroteted 11 more

years of education. Sixtyeight percent of spinal cord injured indiv:rAlals

65 percent of thosewith cerebral disabilities had also completed 11 or more

years of education. Only 33 percent of amputees, however, comple'..edit highschoo

education. This is probably duein part to their greater

Examination of the amount of annual income earned by these ,persons at their

last (or present) positions revealed that 24 percent were earning over $8,000

per year. This finding is compatible with the fact that a large number held

managerial positions. While these persons possessed considerable resources,

fully 29 'percent of the sample earned less than $4,800 per year before their

disability.

The present household income is the total annual income that supports the

household in which the disabled person resides, whether he lives alone or in a

familial setting. At the time of interview, 29 percent reported household

incomes of less than $4,801. In other words, almost one-third of the households

were at or below the current poverty level.
6

Table 8-4 presents the dAferent so es of household income. The predominE

source of income was Social Security (71 percent) followed by salary and wages

at 40 percent. The predominance of individuals receiving Social Security income

reflects the age and disability level of the sample. Wages were, for the most

part, being contributed by other members of the household, since only 13 percent

of the sample were, presently employed.

The majority,of_the survey population (53 percent) were residing in a large

city. This factor is probablydue,to the sample design and to the location.of

the CMRCs. Forty'll'five percent of those interviewed lived in a small town or

rural area.

N, 186



Household Income Sources

Number
Receiving
Income From

Percent
Receiving
Income From

for those
Receir;

Source of Income. Source Source' Source
/

Wages 125 40.7 $10,49:

Non-farm self-employment 21 6.8 2,626

Operating a farm; 8 2.6 78

Social securfty 217 70.7 11,309

Dividends and interest 81 26.4 11,393,

Public assistance 53 17.1 1,308

,

Unemployment compensation ,

. .

50 16.3 3,001

Private pensions, trusts 73 23.8 7,258

Receipts 35 11.4 3,522

1Percentage totals exceed 100 because clien s may receive income from several sources.

4

',1'

t.z.
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Most of these people (72 percent) were living wit 1eir families. -ose

v..

who lived in nursing homes comprised almost 11 percent of the samole. Living

with one's family does not appear to be determined by disability type.
\

The family appears to remain intact after one member is disabled. Divorc

or separation as a result of disability (3 percent) was not a frequent even:: in

11'

this sample. Changes in relationships with their children were reported by

only 12 percent of the respondents. This change was me often negative, such

as that children had become disobedient or uncaring, according to respondents.

Others have found that.impairment is assopiated with better interpersonal. ela-

tions'only if the condition is obviously apgatent.
11

Employment

The onset of physical disability has serious consequences on employment and

generation of income. While percent of the sample was composed of studeryts

and people. retired because of age, 24 percent had had to retire because of dis-

ability, and 43 percent were unemployed. Only 13 percent of the sample were

employed at the time of interview.

-As-Table 8-5 illustrateg4 of the persons currently employed, 55 percent

were physically independent, according to the Barthel Index, with an additional

13 percent being only slightly.dependent. In contrast, only 17 percent of the
O

nonworking individuals in the sample had a perfect Barthel. score, ail 42 percent

were either totally or severely dependent, compared to only 3 percent of those

who were employed. Clearly, the level of functional capability is related to

employment status; the mere functipnally able, the more likely the person will

be employed.

Two-thirds of the working individuals in the sample were below the age of

40, whereas only about half of the nonworking persons were at a 1parable age

41I. Margaret A. Zahn, "Incapacity, Impotence and InviAible Impairment:
Their Effects Upon Interpersonal Relations," Journal of Health and Social Be-

havior, June 1973, pp. 115-123.

//
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Table 8-5

Current Barthel Scores by Employment Status

Not

cores and Working Working

egree of
Dependance

1
Other 1 Total

- I

N

0 - 20 (Total) 0

21 - 61 (Severe) 1 2.6

62 - 90 (Moderate) 11 28.9,

91 - 99 (Slight) 5 13.1

100 (Independent) 21 55.3

Unknown

TOTAL 38 100

14 10.6

46 30.3

40 30.3

16 12.1

22 16.7

132 100

N
V/

7 5.5

35 27.7

4334.1

28 22.2

13 10.3

126 100

21

76 25.4.,

94 32.4

49 16.3

56 18.7-

3

299 100

1Other includes students and those retired because of disability or age.

2 Table 8-6

Employment Status by Grade of School When
Finished or Left School

Status N
1-6

%

7-10
N % N

11-12
% N

13-16
%

17-28
, N % Total %

Employed 1 2.6 2 5.1 17 '43.6 9 23.1 10 25.6 39 12.9

Not Working 15 11.5 39 29.8 53 40.5 21 16.0 .3 2.3 131 43.4

1
Other 15 11.4 39 29.5 48 36.4 25 18.9 5 3.8 132 43.7

4

Unknown ).

TOTAL 31 10.2KIMN,26.4 118 39..3 55 18.2 18 5.9 302 100

1Other includes retired and students.
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level. Thus, the older the sample, the greater the percentage who is not

working.

Physical and social support at home may be related to emploYment:

one percent of those employed were married, while only 39 percent of the ncr-

working individuals were married. %

Disability type seems to be related to employment status. vor exa-r*,-. 2c

fpercent of those with "other I eurological" disabilities were currently employed,

almost double the proportion of any other group. Fourteen percent of the sample

° with cerebral and spinal cord disabilities were currently employed, and no

amputees were employed. The latter finding is probably accounted for 1),' the

fact that ,this group is an. older population. These results are consistent with

the findings relating educational level to disability categories.

Educational level was a major influence on employment status.. Of those

employed, 92 percent' had completed 11 orPmore years of education, as Table 8-6

illustrates. Only 58 percent of those not wo.rkng had completed 11 or more years

of education. It appears that the higher the educational leVel, the greater

the likelihood of'post-disability employment.

Almost 50 percent were employed within the past 5 years: 21 percent had not

worked in over 5 years. Thirty-four percent of. the sample had worked full time

for at least 21 years. his long work history is consistent with the fact that

2

.

'one-third of the sample was over 60 years of 'age.

Severity of disability was the major reason given for not working. A few

listed transportation problems as a hindering factor. The results of thasspecial

conditions needed for working" question seems to indicate that most severely

disabled people require, at a minimum, light work and a fleAible work environ-
.

merit if they are to be employed.

190
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Those working had fewer impedi5ente than the nonwcrking in getting to the

rjor needs of those-working were centered around transportation,

physical accessibility to the work setting, and the need for light work. T're

needs of those not working were similar but more compe-ling. Those not wcrklr.',;

also reported a great
1e
r need for personal assistance, such as help froT (44.=..1ere..

to get ready for work and need for attendant help at, work.

Transportation difficulties, lack of ramps and elevators, rigid wor(scheduies,
, 1

and'inaccessible washrooms w e major problems of the sample who conceivably

could go to Work or school. Over 90,percent of the individuals who couldgo to

school or work needed help in deCiiiiiplishing these gdals. Fifty percent Of those

who could work were able to do only light work because of their functfonal
I

limitations.

PHYSICAL CONDITION

This section will describe the physical condition of the sample population.

Among the areas which will be analyzed are disability type, Barthel score, PULSES

-score, and the relationship between disability type, age, and severity.

Disability Jategories

Drawing upon the RT-7 code of diagnostic classification, five major cate-

.

gories of disabling conditions were identified and utilized in,this study:

1. Neurological Disorder of the Cerebrum, including stroke

2. Neurological Disorder of the Spinal Cord, including paraplegia and

quadriplegia. 4

3. Other Neurological Conditions, including hearing disorders, myopathy,

general central nervous system disorder, peripheral nerve disorder,

and cerebral disorder (general).

4. Musculoskeletal Disorders, including arthropathy and cardiac disorder.

-5. Amputations, including all combinations of limb amputations.

1 9 1
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Neurological disorder of the cerebrum (42 percent) and of the spinal cord

(32 percentY'constituted the largest groups in the sample:' Both the musculo-

skeletal and amputationcategories constituted 9.5 percent of the population;

other neurological conditions (7 percent) comprised the smallest proportion of

the sample population.

The CMRC sample4 is not representative of national sampleil of the disabled._

InLboth the Health Interview Survey of 1969-70 and the Social Security-Administr

tion Survey of 1966, cardiat and musculoskeletal conditions were the largest

categories of disabling conditions, accounting for over half of the disabled in

the 1966 survey. All neurological conditions combined accounted for the second

largest grouping but at a,much lower percentage.
12 The CMRC sample was more

severely disabled than the above two samples, which accounts for the high propor

tion of persons with neurological impairments and low proportion of cardiac

patients.

Cause of Disability'

The etiology of disability was divided into six major groupings:

1. Self,i4flicted accident, which included suicide attempt or a fall-

with no one else involved.

2. Other-inflicted accident, including vehicular accidents, gunshot wounds

frOm another person, and toxic reactions to drugs.

3. Sudden onset of,diseasq, such as stroke or any'dis ae t at resulted

in a disabling condition within 1 year.

4. Over-time onset of, disease, meaningthat the disabling condition did

not become evident until 1 year aftey disease onset. Examples include

arthritis and'amputation,due to diabetes.

5 Birth trauma or congenital. condition.

12. Charles S. Winer, "Limitatinn of Activity Due to Chronic Conditions,"

Vital and Hedltntatistics, April 1973; and Allan and Cinsky, General Charac-

teristics.

192



175

6. Other oon't Know. This cateogry was utilized when insufficient

medical record infOrmation did not prOVide a clearly defined cause of

disability..

Of the interviewed population disability caused by disease, was the most

prominent, comprising 60 percent of the- sample. The acci isabled (both

other - and self-inflicted) constituted A percent of the sample. These people

° primarily suffered spinal cord injuiy. Individuals with birth traumas were the

least represented in the population (4 percent).

Functional Performance

One of the principal rehabilitation goals is to return the disabled per-
0

son to his optimqm possible functional level and to help him maintain that -.high

level of perfo)rmance. While there is considerable research showing positive

changes_ in functional improvement during,hospitalization
)
in a rehabilitation

facility, .much less is known about the stablity of changes over time. The data

permit the stu y of functional changes over a 2-year period. Functional mea-
. 4

ureS were t en at admission, discharge/ and approximately 2 yearsglater, at

the time of interview. fl 1

A comparison of the PULSES total scores across the three time periods shows

substantial functional-improvement during the stay in.ihe rehabilitation hospital.

A omparison of current and discharge scores reveals that, while a few in-

. \;..t*

dividuals regressed, most individuals maintained the level of physical functioning

-N

that they had achieved by the time of their dfscharge from the CMRC, and some

(9 percent) showed even further onal improvement froM discharge to the
g .

current time period.

An analysis of the total Aarthel scores across the three time periods shows

a pattern similar to that observed between\the PULSES scores. There was marked

functivaal imptovethent from admission to discharge and a stabilization or

014

9j3
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1

improyemen ge to the present ime.. Almcistll percent made function-

al gains from discharge to the time of interview. Total PULSES 'and Barthel.

scores correlates highly, and ,overall patterns obtained-from these two instru-

.

ments -were -very eimilar. -The-Bar-the-1- In 4ex -subicalestimeasuring

't I

- - . ever the -garee elpetiods.c This

evidence seems to indicate that-iehabilitation is ailong-and ,complex process

that takes place over Years.

f," "-V
Inexamiging the Barthel Index items f ',self-car capability over ime,

several interesting contrasts a pear. time of admission to the.CMRQ under

55 percent of the sample could per rm such tasks as drinking, eating, -and

dressing themselves. At time admission, the population was also a Markedly:

nonmobile group, with less(than 7 percent able to either walk 50 yards or climb

a flight of stairs. those confined to a wheelchair, only 20 percent were

1 7
able to maneuver by themseIVeS.

At the time of charge, marked improvement was evidenced or all of

# --

these categories. Over 75 percent of the sample could drink and eat on n-their

40ouT' the percentage who were indepeltdent either in a wheelchair or walking had

also markedly,increased (36 and 30 percent, respectively). It is important to

/*
note that at the time of intlaiewing, the.functional level had not decreased

appreciably,in any category and'had 'increased in Some areas.

The changes in functional level can not be directly attributed to treatment

received in the CMRC's, since the level of improvement gained without treatment

.
../

e

is not known. In order to make a valid study of the impact of CMRC services,.
.

a control group is necessary. CR,

Of ual importance when considering independence, of living are those taskE
.--

which Ileed to be performed every day in order)to maintain a household and to

N
10 .

,establish social contact. The respondents were asked whether they could perform

4

1 9 4
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C'

a number of tasks and-, if so, whether performance of the task presented any

difficulties. Operating household appliances caused no difficulty, or 47 per-

cent of 'the - sample, but 28 percent could not,do this at all: Performance of

tasks needed to establish social contact, such as,using the telephone ani-

- _
admitting vishibors to the home,' caupe&no difficulty foli about three-fourths

of.the sample; slightly over 10 percent couldnot perform these function's at all.,
4

Six percent of the sample could not get out of,bed alone and another 13 percent.

could do so only with ,some difficulty.

.4
For dther items such as lifting or carrying weights, stooping, bending or

Heeling, reaching with bothrms, and using handa'and fingers, under 60 percent

of the sample could perform these tasks with no diffici4tY.

Relateonehips..Between Severity; Age and DisabilttyType
4

'According to our results, age /is a major red for of.disability type.
'4-1

Two-thirds (65 percent) of the individuals with ce handicapping, conditfons

were 51 years of age and over.

indiVIduals mere more likely

Most of this group suffered strdkes4 Younger

have experienced a cerebral handicap as A resu

C

or. a gunshot wound. On tthe other hand. 50 percent of the spinal cord. injured

were under 31 years of,age, and mot of these individuals had experienqed seri-

accidents or gunshOtwounds,. Almost 40 percent of the'pexsons with musculo-
,

o skeletal probl were 600 or over. These older individuals had arthritic or

ardiac conditions. Two-thifds of the amputees were also over 60; the majority

of these persons had limbs amputated as a result of diabetes.

Age and Severity.

The age of the sample by severity, -as measured by the Barthel Index, is

illustrated in /Table 8- In general, those who were older are more independent,

with the eXception.of the age group of these 41-45. Those in the sample who

were under 31 were revresented evenly-in all Barthel categories, with only slj.ghtly

) ' 9 .
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fewer in the totally dependent group. In the 31-401 age group, 90 one was totally

dependent, an most were moderately dependent to independent. Persons over 65,

on 'the other ha d, were clearly more dependent than. independdnt, with 43 per-

cent being totally or severely dependent.

The excepted group of those aged 41-45 have 53 percent who are'totally or

severely dependent. Most of the persons in this age group have had strokes.

\ . 1
Disability Type and Severity .

Ar
.-. '

The severity of functional. limitation' at the time of interview as me fired

by PULSES and Barthel,,is-considerablT more serious for persons with 'cerebral, P

spinal cord, and other neurological problems Pharr it is for individuals with

musFuloskeletal, amputation, and other conditions, as Table 8 -8 illustrates.

This pattern identifies those inclividuaEs Who a e mose'severely'limiled in func-

tion over time. It should be noted that every i dividual who was selected into 4

1 r ?.

the study had to have an initial PULSES' scOrre of 2 or higher. The;data at the

time of interview (2 years later) shol.Z7 tFIa; 40 per ent of the sample fell below

the PULSES 12 level,indicating greater functional.Capacity. These people mdae

and maintained functionaA improvement 2 years' after .111;ticharge from the CMRC's
c.

Table 8-8

Barthel Score at Time.of Interview
1
b'y Disability Category

Total Barthel

Category
.\

N .

'6'2

%

21

N

61

%'

62

N

90

%

-.99
0,
i. ,

100

%

Total
-' N

Cerebral

Spinal Cord

Other Neurological

Musculosjceletal

Amputation

Other

TOTAL

1

11

8

1

0

0

21

8.6

8.3

6.7

3.8

--

V.2.

'34

30

5

2

4

1

76

_26.6

31..3

33.3

.7.7

15.4

50.0

25.9

34

37

3

8

11

0

93

26.6

38.5

20.0

30.8

42..3

31.7 148.

23:\

11..

0 .

8

6

G

18.G

11.5

30.8

S.1

t-

.16,4

26

10

6

7

'5,

1

55

20.3-

.10.4

40.0

26.9

19.2

30.0

18.8

\
1,28

96

15

2.6

26

. 2

291

1
Approximately 1 1/2 years'affer discha,A. e--om CMRC.
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Persons with musculoskeletal and amputation conditions showed the least

functional_ limitation at the time of interview. The Bata pattern sLiggestg

1 these indiViduals made and maintained marked improvement from time'of entry

the rehabilitation facility through followup. Although persons with cerebral

and spinal cord handicaps were the most functionally limited, it shoUle be
0

emphasized that one-third toad ...Unproved their PULSES score (to below 12) at tl-e

time Of interview. This shows that substantial Members of the severely disabled

are able to achieve and maintiin a moderate degree of functional independence

over time.

Functional limitations, defined as the abilityVEo opetate appllcances, take

medicine, get kn and out of bed, sit for more than an hour, lift.or carry

\,7

weights, stoop, bend or kneel, reach with both arms, use hands and fingers, use

thetelephone: operate a TV, radio or srereo and admit visitors to the home,

were reported more by older respondents, when interviewed, than younger respondents.

The results are consistent with thoseusi'mg PULSES, Barthel, and dis,bilitv

type as indieators of severity. These patterns consistently show th t age is

strongly related to severity of functiolnal limitation.

Functional Limitations and Severity

Total Barthel scored were highly related'-to PULSES scores as well as to

P

.K. functional: limitations scoresi which suggests that all these measures are tappin:

different aspects of. severity. Tn general, indiyiduals who are more-dependent,

as measured by the Barthel Indexr have mote difficulty in performing functional

limit4tion activities. 'However, even people who scored high 9n the Barthel had

difficulty "lifting or carrying weights," "stooping, bending or.kneeling,"

"reaching with both arms," and "using hands and fingers." These results indicate

that individuals who appear4o 'be physically independent on the,Baithel scale can

f

experience considerable difficulyty performing physically strenuous or dexterous

tasks. On the other hand, most tiro stored low on the Barthel'scale

198
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-...

were able to use the telephone, operate a television set, radio, or stereo, and
. ,

, . ,
t a

-sit for more than an hour. Only persons in the totally dependent range on the
gr

a

Barthel scale had-difficuley with these.acoivities.

. .,

The very severely disabled cann performflven relatively easy tasks by'
,

. . .
.

4-hemselvaa... Tor instance, 55 Percent Of fhe_indivlduals in,the totdlly'dependent
, .

e_

range on the Barthel scale could -not use the telephone, and another.35 percent

had some difficulty in doing so. Some (6 percept), were dependent on others

even to use the telephone and operate a adio', television, or stereo set., These.

individuals required a high level of support. In general, the pattern that '

-emerges indicates that moatof-the severely disabled (at timeof interview) can

independently perform tasks of moderate difficulty but that they cannot_do

on physically deManding tasks.

Other Factors Affecting'Capacity to Function Independently

\,rode; to assess need for medical attention, respondents we asked how
, a -_

often they saw a doctor, nurse, or physical therivist and how often they-took

AlmOst 8 percent saw a doctor, nurse, or therapist at least daily.

OVer 11 percent visited one of these professionals at leapt weekly The largest

percentage (41 percent) visited at least once, every three months but not as

often as once a week. Only'16 percent of the sample did not currently take

prescribed medications. Over 80 percent took medication daily.

Level of physical function is very important for independent task perform-,

ance, but independence in social settings requires that the person be able to

communicate well, in addition to being physically independent. Impairments in speech

(either in enunciation or 6ontent) and listening con all but destroy effective

social interaction? An analysis of communication across the three time periods

shows that positive gains in listening, speer_content, and speech enunciation

were made during hospitalization but that little gain or even-some reversal of

1 9'
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progress was made in the 2 years after A scharge. These results might well

1
demonstrate the ef4cts of speech therapy during hospitalization. However, a

1

more detailed analysis of the data is required to test that,hypothesis.

,Multivariate regression analysis was performed to determine the predictors

of'dhange in tunctionalehtlity. The f011owing variables -- age, sex,, race,

education, cost of CMRC stay, disability type, and PULSES (admission and dis-

Charge)--- failed to explain more than 2 percent of the variance in functional

changes over time, as measured by the Barthel Index.

Funotional Performance in the Home and Social Environment

Complete rqhapilitation implies a resumption of social life. The survey

results indicate that 40 percenC of the sample who do not reside in nursing

homes lead an active social life in their own homes, 40. percent have some visito

and 17 percent have almost no social interaction in their homes with friends.

Visiting with friends outside of heir residence was a difficult problem

fOr most of the sample population. Transportation problems and physical barrier

prevented many of them from going,outside easily. Two-thirdti, of the noninstitu-

tionalized population visited freinds outside their homes less than twice

week. It shou /d be noted,tbat 1 out of 10 persons were completely homebo nd.

The dependency of the noninstvitutionalized sample is also evident-in.home-
.

making activities. Sixty-eight percent. needed help in prepirin4 meals and wash-

ing dishes, 79 percent needed help in housecleaning and gardening, and 16 percen

required childcare help. This dependency was made even more difficult by the

.

fact that 11 percent of tie sample did not have anyone whom they can.call upon

4
for help-in momenta of great need.

The data presented here describe a popUlation that is physically dependent

and socially isolated. A superficial reaction would be to paint a bleak picture

y

r
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a

of a socially isolated, futile existence. However, the facts do not support

this view. The sever, y disabled show marked improveme-ft in-phyq_cal function,
I

communication, and,social competence over time. They do have some degree of

functional indeiSendence. Much df their isolation and dependence can be attri-

buted to physical barriers and transportation probleips in their lives. Ti7.ese

4
arf-Aproblems with solutions. As barriers are reduced, fu'rthe.: funCtional

improvements- should be noted.

SERVICES

This section deacribes the service agencies contacted and the servic.c

received from CMRCs, Vocational Rehabilitation agencies, and other service

,agencies. The sources of payment for these services and the cost of services

received at the CMRCs are also included.

CMRC Services

The 10 centers included in the study offer comprehensive rehabilitation

programs. All major rehabilitation services are available at these centers,

although two secondary therapies are unavailable at a few. The'quality of the

programs is reflected by the number and qualifications of the staff. With few

exceptions, the ratio of core reh'ilitation therapy and nursing personnel to

patient population is high,ond the staff's level of education and accreditation

is also high.

Each person interviewed was asked,to recall the services he received from

the CMRC during the admission under study. Almost all of the sample received

physical therapy (96.percent.) and occupational therapy (85 percent), most received

social services (74 percent), and 72 percent received prosthetic devices of

special equipment, such as wheelchairs. Therapeutic recreation, other medical
A

treatment, psychological counseling, and visiting nurse servites were received

inpsubstantinl numbers. The mean number.of CMRC serviaes received wasj.2, only

.0-

:) 1

est
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8 percent reporting lessthan 4 services: Based on thi-. self-report data, we

can tentatively cdnclude that most of the sample received comprehensive services

at the OMRC. .

/

Vocational counselirig was received by 27 pereknt of the 'Population, but

-

lens than 10 percent received ether vocational training or placement, tools
--.

fel:' work, special deviCes for school, or coverage for educational costs. S,?epcn

therapy was received by 24'percent of this sample.

EigKty-eight,percent of the persons surveyed used various types of equip-

went. The most common items were wheelchairs (52 percent) and canes, crutches,

or walkerth (50.percent). Substantial numbers of_the
.
sample also had'apecial'

(, ,

devices (33 percent), braces, splints, etc. for lower limbs (31 percent), and .

. / .

. A
.

hospital beds (19 percent). Dentures were also common among thia dlder,gcoup,

18 percent having them. Much of this equipment was provided to the indl3iduals
.

,

during the rehabilitation process atthe.CMRCs.

Vocational Rehabilitatidn Services i 4

..0

4 .
.

Thirty-two percent of the persons sampled had applied 'to a Vocational Re-

habilitation agency. in the lasr3 years. Of those persons, 74 percent were

accepted, but a smaller percentage sitnally received funds for services and/or

counseling. The services paid for by ViR ale shown in Table 8-9. B6tween20

and 30 percent of those accepted by VR receivid the following services:

hospitalization, physical therapy, occupational therapy, prosthetic devices

or. special equipment, vocational counseling, and transportation.

The major reason given for failing to apply to VR was age. Thirty-one

percent of those not applying felt they were too old. Fourteen percent had

never heard of VR or its services, and 11 percent felt they did not need VR

services.

,

Disability type and, indirectly, age and Hex are clearly related to

O
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Table 8 9

Services Received From V.R

e .

Number
.

Percent*

Surgery .. .
.. 11 11.2-

Hospitalization 22 22.4 .

Physical therapy -29 -2.9.X.

Occupational the-rapy '.28 28.(.:,

Speech/hearing therapy 4 '4.1

0.ther medical treatment 1
9 9.2

Visiting nurse 1 1.0

Homemaker serVices....,.....4. 0 0

Prosthetic devixes. braces,
\wheechiairs, etc.. . 4, 28 28.6

Vocational counseling 27 27.6

Vocational training ,- 14 14.3

Educational costs' 15 15.3

Vocational placement . 2..f)

Receipt of tools, equipment or
licenses (for work or training)',

-)

3 3.1

Special devices for schooling (e.g.. tape
:recorders, typewriters) T

,

6 6.t
Transportation.. 20 20.4

Psychological therapy/counseling
(i53ividual,family, group) '. 5 5.1

Home-modifications 6 6.1

Ineerpreter and Other communication
serviced 0. 0

Re'ader serviegs, braille instructions,
talking books 0 ° 9

Orientation and mobility training/self.
-,......-_,

management services ,

,

0 .C.

Other 21 21.41'

.
Other . , 4 4.1

Don't Know , 4 4.1

* Percentage total may exceed 10G because clients
may have received mort than one service.

.

26 3
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whether or not an individual applies to .VR% Thedisabifity.cStegory, with Ole,
ti

largest percentage of1VR applicants was spinarCord injury C64 perCent), follOwed

by those with muscuSskeletaldisabilfties -(23 percent). Only 3 percent of

amputees applied to VR. Spinal cord injured were much younger than Otherarrr
,

in the sample, and 75 Percent were males. Thus, in the CMRC copulation

.
ti

surveyed, young, male, spinal cord injured persons were the, most likely aBpli -'
'!.

cants ...to VR.
t

-Other Service Agencies Contacted-and Benefits Received

,Cmly.10percent of the'severely disabled did not contact any s rvice
(IP, .

agencies in the 3 years prior to being interviewed. The Social Se urity

Administration was contacted by the highest number of perdons (69 percent);
A

.87 percent of these persons received benefits. Anotherla9ge group-(28'

percent) contacted public welfare agencies, about three-quarters4of whom

received benefits. Many persons (36 percent) soughtaid for physician care,

physical therapy, or nursing care ftom private medical agencies and hotpieals. -

Other unspecified private agencies were contacted (24 percent) primarily for

receipt of.nursing services, and 15 percent sought food stamps.

Most persons received monetary benea,ts from public service agencies.

Physical therapy, nursing services and physician services,were obtained from

private agencies. Most severely disabled persons had received at least one

benefit from service agencies and programs within the-last 3 years.' The 4

meam number of benefits received (gas 1.1. Those with spinal cord injury had

r

.the (highest number of benefits, with 1.4.
, .

By cross-tabulating the service. agencies contacted by disability category,

2
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.wt. car} Study the. relationship of :disability type to the.:type of agetkcy 'N

' *

e
f-

Contacted.
la

Person of all disability types fr4klently contacted the Social
/

,

SecnrityAdmitisttation. Contact with public welfare and private medical

: -

agencies was evenly distributed among ail persons.

with different disabilities. were found- in only a fell/ areas.*

.,
Ad stration'was contacted most often by ttio-se with spinal cord injury.

4. .

i

,- I \
. .

, ,
.,

,

:

(15 percent). Worker's compensation ptimarily received by lahe spinal
, ,. .

. . . .
.

.

cOrd4injured and those 'with Musculbskeletii disabilities. Those with cerebral
. , ,

DIfferenAs between those

The Veterans

. -

nenrological'driabiliiieS Ad not

pAgtami'as -frequently ge others.
.

d. V .

to contact service programs less than others. yifteen-petcent of
.

.

contact food stamp agencies, or public housing

PersonS'having mustnloskeletal disabilities

thOi3eyith mnkuloskeletal disabilities, 12 percent of those with` cerebral

neurological disabilities, 10 perderit of the amputees, 6 percent of7spinal

ther neurological disabilities
4.

cord,injured, and 5 petcent Ot those

did not Lntect any agenCY.

Cost of CMRC Care
.

°Rehabilita.tion is an expensive process. 4 Twenty,,,ight percent of the .

sample had fhOStient costs over $8,000. The largest single'group of people

(4 percent) sprit between $2,501 and $6,000 on this one rehabilitation

hospita#zation.. Cdst of care is also reflected by the length of the CMRC.
Tr

inpatient stay. Thirty-two percent stayed from 31 to- 60 days and 34 percent

stayed over 60. days.
1

13. The small "other" residualioetegory is.excluded from this analysis.
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0.0

Those with spinal%coid injury have, the'most\costly rehabilitation stay,

followed.by thqse with cerebral neurological disabilities. Persons with
*

n1usculoskeTetal disabilities and.amputees.haye the least expensive rehabili-

tation stay. These findings ai'e consistent with the len th of stay,,for each

disability category. j
J 4 4

e-

Over'one Phird of the sample l'isted private insurance as the major

source of payment for this Stay. Medicare and Melfare were also frequent
4 \

sources of payinent, particularly fpr those having amputations and musculo-
,,

skeletal disabilities. VR paid the costs for 8 percent of those surveyed.

Insurance

Most of the samples are covered in someway by public or private health

insurance. This is a'reflectioli of the necessity for coverage when one is

disabled.; for.tbe cost of the continuous care required is high. In the survey,

53,percent of hose interviewed Currently had private-health insurance

coverage. However, private insurance did not always cover the costs of.CMRC

care, only 38 percentlisted this as the major source of payment. The

major reason for nonenrollment in a private plan was given as enrollpen in

t
a public program, including Medicaid, Medicare, and welfare (38 percent),

whoichprovided needed assistance.

'CURRENT SERVICE NEEDS

The major service needs of the sample reflect the severity of their

functional limitations and The need for equipment, assistance

so in homemaking tasks, transport tion, changes in architectural barriers, and

attendant care is common to many of these individuals. About half of the

individuals in the study reported that they needed substantial additional

income to live. Additional medical services and physical therapy were also

requested as might be expected. However, there was an unanticipated demand

206
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Table

Rehabilitation Services Perceived ,4
as Needed Now Which Are not

Beingl-Received

Service Needed*. Number
v Percent*

Surgety 20

Hospitalization 18 5.9

Physical therapy 88 28.7

Occupational therapy 48 15.6

Speech therapy-*- 7.5

Other medical treatment 49 16.0

Visiting nurse 24 7.8

Homemaker 32

Prqsthetic orthotic devices 36. 11.7

Vocational counseling 40 13.0

Vocational training 25 8.1

Educational wets 16 5.2

Vocationalplacemett 31 1,0.1

Tools, equipment; licenses 11 3.6

Special schooling devices 14 4.6

Transportation 93 30.3

Psychological therapy 47 15.3

Home modifcations 43 11.0

"Social pervicesi. 34 11.1_

Therapeutic rec tion 78 25.4

Set* therapy , 54 it 17.6

Financial counseling 35 11.4

Other services 10 3.3

Do not need any services 10 21.2

*Percentages total more than 100 because some clients need more than one
service.

7
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for sex therapy, psychoiogical therapy, and organized recreational activities.

Two years after release froRi the first hospitalization at one of the

CMRCs, 80 percent of,the sample perceived themselves as-needing additional

services.ft Se
2

ces in greatest demand were' transportation, physical therapy,,_i

therapeutic recredtian4 sex therapy, homemaker help; medical treatment, and
4

psychological therapy (Table 8-10). Althpugh,financial counseling was

specified by only 11 percent, 50 percent of the unemployed persons interviewed

did not know how much money they needed to live. "Il&se data indicate a

need for continued financial counseling.

As noted previously, most respondents (88 percent) had some type of equip-

:

ment, much of which was provided during the rehabilitation process. , Two years

later, only 40 percent reported needing additional equipment. The types of

equipment in highest demand were specially equipped. automobiles and trapezes.

Service Needs and Severity

In order to ascertain the relationship between service need and level of

dependence, Barthel scores at the time. of interview were cross - tabulated with

service need.

.

The percentage of severely disabled who reported that they did not need,

further CMRC services varied by Barthel categories. Persons at the two

extremes of the indek reported the least need for CMRC services. Thirty-two

percent of those who were evaluated as independent reported no need, as

did 24 percent of those totally. dependent.

Vocational counseling and placement were needed primarily by those rated

as independent. Persons who were more dependent had a greater need for

homemaker a4 transportation services. Excluding the totally dependent,
. .

physical therapy, occupational therapy and home modifications were also

4

2 08
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needed by person who Were more depende4t.
14

In contrast, therapeutjd.c re-

.
creation, sex therapy, psychological therapy, and financi I. counseling termed,

.

to be needed by those who,Were more independent.\Although'the pattern is

inconsistent, it seems that those'rated.as.severely and moderately dependent

most often report the greatest need.

Services, Needed and Age

Service utilization patterns are a major fa tor in health serviC4

delivery planing. All of the Sample interviewed, regardless of age, reporte4'

a significant need for physical'therapy, occupational therapy, therapeutic

recreation, other medical treatment, and transportation!

For those aged 16-30, needs were primarily for vocational, educati6nal,
B

and social activities., VOcational counseling and placement, transportation,

sex therapy, and' therapeutic recreation were reported as a need-Nby one-fourth

of this group. Educational service needs - erne needed by thib group more than

I ' oRP-44

zany Other age group, pa4icularly. .for school financial aid (-16 percent).

Financial counseling,was,needed by'20 percent.

Those age 31-40 repotted similar needs for,vocational counseling (23

percent), therapeutic recreation (26 percent), financial counseling (143.!44r-

cent), and specIpl devices for schooling (12 percent). Prosthetic devices ,

and other special equipment were also needed (15 percent).

For those in the 41-50 age category, interest in the vocational area

decreased. Major-interest arcs were centered in the home and social

fl

A

14. 'This exclusion is due to,the-fact that the totally dependent are more`
likely to.be institutionalized where they are receiving the required services.

V

2
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environment.' Homemaker services, social services, and sex therapy were needed
=zas .

by 20'percent of the individuals in thisrage group. Comparing thib information

withthat of age-ensi severity, we see that those aged 41-50 are also the most

severely disabled of the sample. This may in part explain why this working,---,

age group shifted its interest from the vocationalfto the social areas.

'A similar shift of interest was alto found for those over 50. :Transporta-
.

%

.Transporta-

,tion was nee ed by 41 percent of those aged 51-65. This high level of need

f6r transport tion can be tied into a corresponding need for therapegtic

recreation. Ii should be noted that persons in this age group were not the

most physically 'dependent, but they did have a low rate of employment, which

, maxexplain why interest in social activities and social mobility incregsed.°

The maintenance of'the home was problematic for those persons; over one-fourth

reported a need for homemaker service.

Persons aged 61-65 had higher needs than any other age group for physical

therapy 54 percent), occupational therapy (33 percent) and special equipment

(17 percent), and 'individuals over 65 showed the same pattern of need for

transportation (3i'percent), social activities (24 percept), and hold baker

services (18.percent).

Homemaking and Attendant Care

Respondents were asked a series of questions relating to Assistance needed

for preparation of meals, homemaking activities, child, care, and shopping.

Of the noninstitilitionalized sample, 68 percent could riot prepa e meals

without assistance, and 79 percent needed assistance with housekeepin.
A

(iSome of the respolildentsenerally males, indicated they would not be

performing these tasks even if they had been physically able, although this

is still a need for the maintenance of,their household.) Of those persons

210
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needing major assistance, the sreatest percentage received help from a

family metaberi.° SixtY=seven percent received family assistance for meal 1pre

-paration,-61 percent for housekeeping, 89 percent for child care, and 81

percent for shopping needs. RespondentstreceiVed paid help most frequently

for hKusekeeping (3percent of the help received was paid), followed by

meal preparation at 26 percent. The,llergest area where there was still an

unmet needwas that of housekeeping, with 23 percent of the sample needing
0

more assistance than was presently available.

Respondents paid for.thts assistance-more frequently than did any

.agency, with welfare payments being the second-ranking source.

Respondents who needed assistance in performing ADL tasks were asked

who provides this assistance. Although the majority received such assistance

from their family or friend's, about 20 percent had paid attendantsAto assist

them,

e 1

ENVIRONMENTAL 'BARRIERS -
ci ., - q

i:.--__

.

t

,

Transportation- ,.
a

.
%

...

..
. . .

Of all the services that the indtividuals .in the sample per etved th#t"
/ (

, . k ..

. they needed, transportation was the most frequently tep6r0d. Thirty.percen

stated that they needed transportation services. 'Transportation was resorted

L

as a major need in order to go to school and to go to work -- 34 percent,
ti

.stated that they needed transpbrtation services in order-4) go 'to school,

.
and 45 percent needed transgortatKrn service In order to Work. 'Tor most

tRs.

of these persons, over 60 percent, the needed transportation services were

I

TI

not available.

These people appear to rely heavily on relatives or friends for most of

their transportation needs. (See Table 8-11). *seventy -one percent of the

sample receive transportation Sssistancg. from relativVs or friends. Twenty

perFent drive themselves in either a regular automobile Or one,with adapted

2.1
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control.s. Forty-one percent frequently walk to their destinations, and 30

percent use theif wheelchairs as-a means of transportation. The proportion

of persons, who used other types of transportation drops sharply, as does the

frequency.of going outside the home. The relAtively low use of these

,
transportation alternatives is not surprising, since access to other types

of transportation is clearly limited.

Respondents were asked how often they left their homes. One-third

did so less-than twice a, week and 11 percent of the sample were completely

homebound. This immobility is due in large.part to the structural problems

in getting out of the house and to problems in getting len tnd out of

ksehiAles. In addition, 57 percent reported physical problems such as

fatigue or incontinence as a limitation on travel; '62 percent cited that

difficulty in operating vehicles limited their ability to .travel.

ArchitecturalBarriers J

Architectural barriers in the home
/caused 22 percent of the population

to find a.more'accessible residence that would allow them to be more

independent. Fifty-eight percent of these persons stated thathe major

1

benefit in moving to a new residence was that it was on the ground.floor and

had no stairs. Other reasons given were the presence of eider doorways,

(47 percerft) and elevators (31 percent).

The dependency of the severely disabled is reinforced by architectural

barriers. One-third of the persona in the study had made architectural

changes in thelr homes, but another third still need architectural modifi

cations. The major reason why the barriers have not been removed are the

high cost of such changes (51 percent), as illustrated by 'Table 8-12.

1.4

4

Transportation and Thitectural harriers rat home, school. work, and in pnblic

places continue to be major problems for the disabled.
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Table 8-12

"
Reasons Why Barriers Have Not Been Removed, CMRC Sample

. Reasonte Number
3/

,k1

Problem developed only recently 0
t-- 0

I

Costs too high 59 53.2

Agency refused to pay for changes 6 5.4

Donot know how or where to
get _help f 10 p 9.0

Project ,too large 12 10.8

.1

Haven't gotten around to it

e.

7 ) 6.1

Problemb are minor' 8 7,2

Other.
N.

35 31.5

Don't kno .., 5 , 4.5

I

e.
1
Categories are not 'mutually exclusive.

2For
similar information on the VR sample, see Chapter on Architectural

Barriers.

3
Percentage total exceeds 100 because 4lient cited more than one reason.

214



- -c!

A

197

Geographic Mobility

Of.the individuals in our sample 22 percent had moved to another city

e or a4ea of thei'country because of their disability. The most frequently

seated reasons for moving were .that rehabilitation services and family

assistance were more available.

The individuals surveyed were al.'so apked whetherthey could teal more

effectively with their impairmetit in some other geographic location. Twenty-

one percent stated.that they thought to another city would allow them

to live pore independently.. Forty-three percent'of theaqpersons felt that

a mor suitable climate would be the major benefitn moving.
a

The analysis at indiliduals at 10 Comprehensive Medical Rehabilitation

Centers _throughout the hountryrprovides a wide range of information On an

important group of severely handicappedaindividuals. Only through an

understanding of the service needs and environientfil problems that severely

handicapped individuals face, can intelligent policy options be developed.

The personal physical needs of.this group include rehabilitation therapy,

attendant care, and equipment;; all of which are essential for improvement

and maintenance of functional performance. The individuals surveyed had

improved in their physical functional capability greatly since first entry

into the rehabilitation setting, but it is apparent that physical rehabili-

tation is a lengthy process which demands continuous and extensive care.

Barriers to mobility. mere formidable for the disabled. Many could not

go to work, school, or to srial activities as a result of inaccessible

buildings, streets and transportation. Moving to another home or community

andremodeling rocks were answers for some. But for most, isolation and

increased dependence were the only options. Laws to enfotIce access, programs

/\
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designed to remove barr A ers and 'to provide accessible transportation services,

and funds for immediate implementation of these laws and progratris are clearly

needed to promote independent action by the disabled.

r,
Social activity -- in particular, outlets for entertainment and the

opportunity to visit fVienda -- Was minimal, While much of this was the result
7

of physical inaccessibility, the sample did report a great need for organized

therapeutic recreatic)n. They al:systressed that coup ling was a perceived

need., This pay be a key to renewed social activity, for many of the disabled

iieported difficulty in dealing with thp changed attitudes of others.

For the severely disabled, returnin4 to work is'a difficult, and sometimes .

impossible, objective. However, many did feel that they could work if they

were placed in accessible work settings, with a flexible work schedule, and

on a)job that was not too physically demanding.

Funding for such specific services in all three areas is necessary

for the rehabilitation of the severely disabled. It must be again stressed

that rehabilitation is neither short not easy, but indeed possible. Legal,

programmatic, and financial support of the rehabilitation process will greatly

enhance the independence of the many potentially productive and active disabled.

COMPARISON OF RESULTS OF CMRC AND VR SURVEYS

This part of the analysis compares the persons rejected by VR who were

surveyed by The Urban Institute with the sample of severely handicapped in-

dividuals surveyed in 10 Comprehensive Medical Rehabilitation Cente-Fs throughout

the country. The similarities1and differences between two types of severely

handicapped populations will be explored in a Aber of areas, including

,sociodemographic variables, types of services received and needed, physical

limqations,'and employment situations.
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jociOdemographic
Characteristics

reviOns sections have pointed

VR system, or- pefiCaps any

out that the age of individuals going

rehabilitation system, was %Important

.4

implications fot physical' condition as well as for employment poxential. The

age distribution of the/CMRC and VR popup;ations is illustrated in Table

Table 8 -1

Age Wetribution4 d VR Zopulations

.c

.Age Range

CMRC VR

N N

0-30 85 27.7 81 9.2

31-40 33 10.8 120 13.5

41-50 34 11.1 232 26:1

51-60 54 17.6 351 39.5

61+ 100 32.8 104 11.7

Total 306 . 100.0 888 100.0

The two populations differ considerably in age distribution, the CMRC sample

being more concentrated on the extremes. The CMRC population, on a percentage

basis, has about, three times aetaany individuals aged 30 and under as well as

almost three time as many individuals aged 61 and above. The VR population

has over twice as many individuals in the'51-60 age bracket. The differences

between the two groups are graphically illustrated in Figure 1.

o 2 7 \
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' Figure 1
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AGE DISTRIBUTION'OF VRAND CMRC POPULATION

0-30

Age

31-40

Range VR CMRC

51-60 61+

N

While there are important differences in the age ranges of the two groups,

an important point to note is that slightly over half of both populations are

older than 50. Tbus, the VR and CMRC samples have a large number of elderly

individuals, and till ,has important implications for independent living and

employment related policy alternatives.
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Other demographic characteristics ,a the two iNulations are preqented

.

in Table 8-14. A. this table illustrates, both populations are largely male,
o

married, white, and living with their families. The CMRC population, howevei,

has a higher percentage of females, more individuals who are widowed or single,

and fewer persons, who are living with their families. Thus, family support is

likely to be more evident with the VR population. The racial composition of

the two populations is similar, although there is-a slightly higher percen-

tage of blacks in the VR population.

Table 8-14

Sex,. Marital Status, Race and Living Situation
of the Vp. and GMRC Populations

GMRC VR
N N

Sex a

180

127

58.6

41.4

545

343

61.3

38.6

Male

Female

Marital Status
4

Single' 77 25.1 131 14.7

Married 146 47.6 531 59.7

Separated/divorced 43 14.0 160 18.0

Widowed ei4 40 13.6 66 7.4

Race

White 228 74.3 636 71.5

Black 62 20,2 225 25.3 .

Hispanic 11 3.6 18 2.0

American Indian 2 0.7 *) 7 '10.8

Other 4 1.3 2 0.2

Living Situation

Alone 4 35 11.4 120 13.5

With family ....,,, 220 71.7 722 81.2

With unrelated people 19 6.2' 17 1.9
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Both populations are largely urban, although they have a significant

rural component. Sixty-six percent of the CMRC population and 58 percent

of the VR population live in a large,city or suburb of a large city. Both

the CMRC and VR populations have slightly more than 10 percent of the sample

located in rural areas. Finally, 52 percent of the CMRC population --

e.:_ther the surveyed individual or his family -- and 54 percent of the VR

population own their own homes.

The education level,of the two populations'differs markedly, with the

CMRC population being considerably better educated-than the VR population.

More than twice as many CMRC patients had attended college or graduate

,school. (Table 8-15)

In contrast, almost twice as many of the VR populatiod ('on a percentage

basis) had less than a seventh grade'education. While there is a significant

difference between the two groups on the extremes, the majority of the

.individuals in both grooms fell within the 7-12 grade level.

- Table 8=15
Last Grade in.School Completed, CMRC and VR Population

Grade Level N .

0 4 1.3 . 15 1.7
, .

1-6 31 10.1 163 18.3

7-10 80 26.1 311 35.0

11-12 118 38.4 301 33.9

13-16 55 17.9 81 9.1

,17-28 18 . 5.9 15 ° 1.7

Missing, don't know 1 0.3 3 0.3

TOTAL 307 100.0 '889 100.0

2 0
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Finally, it is important to look at the physical limitations of these two

groups. The CMRC population is much more physically dependent, as measured

by the Barthel Index. For example, 45 percent of the VR population were com-

pletely independent in self-care and mobility compared to only 18 Petc'ent

of the CMRC group. Only 11 percent of the VR population were found to be

severely or totally dependent, whereas almost'one-third of the CMRC group were

in this category. These differences are primarily due to the differences

in sample selection. ,CMRC patients who failed to reach specified criter3

for severity, which included impairment of limba and need for medical attention,

were excluded from the sample, whereas the,criteria for inclusion in the VR

population was closure by reason of severity. The VR criterion was shown to

be inadequate as a means of selecting those with severe physical limitations,

since other faCtors such as age and educational level appeared to play a

significant role in their rejection. In addition, almost one-quarter of the

CMRC sample was over 65, and these individuals were much more physically

dependent than yonnger persons. In the VR sample, however, older ifrsolls.

did not tend to be more physically dependent; it may well be that older

persons do not seek vocational services unless they are in fairly good physical

condition.

To summarize, both populations are largely male, married, white, and

living with family in an urban area,in a home they own. However, the CMRC

group has slightly more single people and individuals living alone. While

there are age differences, both have slightly over half the population over

51 years of age. The CMRC population has a higher percentage of college

educated individuals. Finally, the VR population has a significantly' higher
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percentage of physically independent individuals as measured by the Bari4e1

)

Index, and a much smaller percentage of individuals totally dependent.

Services Received and Needed
-;

This section will compare and contrast the types of service' agencies

contacted and benefits received Sloy these two populations, followed by the

service needs which still exist for. these disabled, persons in order to

t

function more independently.

Before any new program can be designed for.trzfing severely handicapped
4.

individuals, it is important to deterMine the level of service needs. In

order to understand the entire picture, both the services which the severely

handicapped have received and the unmet service neesistneed to ,peconsitered.

Service Agencies Contacted and Benefits Received. The agency most frequently

contacted in the past 3 years by both groups was the Social Security Adminis-

tration. Sjxty -eight percent of the CMRC population and 87 percent ofthe

. VR samp ntacted Social Security. When the other agencies which were contacte

by at least 10 percent of each population ar9 ranked, there is a reasonably

clppe siiqilarity; for example, the Veterans Administration, Food Stamps, and

Public Welfare were among the top five agencies 'contacted for both populations.

It should be noted, however, that the level of agency contact differ, the

VR population -generally having a higher frequency of agency contact.

The only exception to this general pattern is the fact that the second

most frequently contacted agency by the CMRC population -- medical agency

or hospital -- is rarely contacted by the VR population. This difference is

probably due to the fact that the CMRC population is more physically depen-

dent than the VR sample.

A
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Table 8-16

Frequency of Benefits Received in the Past Three Years, CMRC'and VR Populations

Agency
O

CMRC VR

A.,.Publ

.-..

4

,

i.182

21'

11'

7

59.2

6.8

3.5
I-

2.3

636 71.5Social Securityi

Veterans Administration

Workers Compensation...,

Unemployment CompensAion

127

. 80

4.

51

14.2

8.9

5.7
A

.1 Employment Service 4 1.3 8 0.8

AFDC 7 2.3 74 8.3

Public Housing I
. .

9-
t

2.9 41 4.6,

Food Stamps h 10.0 209 23.5

Public Welfare 66 2] 175 19.7
J.

Job Training, f
6 1.9 16 1.8

la

Legal Aid i 1 0.3 11 1.2

State Disability Programs 7 2.2 13 1.4

Railroad RetireMent Program 1 0.3 5. 0.5

Government Employees Programs 6 1.9 28 3.1

Employer end Union Programs 21 6.8 48 5.3

Bureau of Handicapped Children 3 0.9 4 0.4

Otter Public Agency 10. 3.2 21 2.3

Private

Medic(1 Agency ;.106 34.5 40 4.4

-.Vocational Training 2 0.6 215 .2.2.

Mental Health Agency 3 0.3 10N, 1.1

Employment and Job Placement 1 0.1

Church and Social Services .13 . 4.2 13 1.4

Other Private Agency 61 19.9 14 1.5

2.:43
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Given the high percentage of both populationsthal. contacted Social

Security, it is not too surprisin, that both groups -- by a s.,:bstantial

margin,-- received Socsial Security benefits more than any other kind of bene:f.1

(See Table 8-16). Close to one-fifth of each population received public

welfare.

The VR population generally appears to receive a greater percentage of.

benefits from the various "public assistance" types of programs than the CMRC

population, although they are important sources of benefits for both samples.

For example, on a percentage basis, over twice as many` persons rejected from

VR receive Food Stamps, yet Food Stamps area the third most frequently received

benefit received by the CMRC population from a public program. The VR

population received public pr low cost housing almost, twice as often, and AFDC

almost four times as frequently than the CMRC.clients. The latter finding is

probably due to the substantial numbersof persons over 65 in 6e CMRC

sample, most of whom would not have Aependent children.

The CMRC population receives considerably more benefits from private

agencies, even when privIte medical agencies or hospitals are excluded, the

VR sample rarely received benefits from private agencies. About one-third

of the CMRC population received benefits from private medical agencies.. compared

only 4 percent of theVR population; "other private agencies" were contacted

by one-fifth of the CMRC population but by less than 2 percent of the VR

respondents.

The VR population, then, generally relies more heavily on publicly funded'

assistance Although this is an important source of benefits to the CMRC

a
population, they appear to receive a large percentage of nefits from private

agencies. Both groups receive cash or subsidies as their major benefit.

However, the CMRC population also received a high percentage of physician,
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Table '8-17

Services PerCeived as Still Needed, CHIRC and VR Population

Service CMRC VR

N 7. N

Surgery =. 20 6.5 57 6.4

Hospitalization
.

.18 5.9 50. 5.6

Physical therapy 88 28.7 141 15.9

Occupational therapy 48 15.6 86 9.7

Speech hearing therapy 23 7.5 47 5.3

Other medical treatment 49 16,0 84 9.4

Visiting nurse 24 71 -27 3.0

Homemaker, services .. .52 16.9 37 9.8

Prosthetic devices 36 11.9 69 7.8

Vocational counseling 40 13.0 126 14.2

Vocat1d al training 25 8.1 183 20.6

Educational costs 16 5.2
4

111 12.5

Vocatiopal placennt 31 10.1 131 14.7

Tools, equipment, licenses 11 3.6 45 5.1

Special schodl devices 14 4.6 46 5.2

Transportation 93 30.3 162 18.2

Psychological therapy 47 15.3' 52 5.8

Home modifications 43 14.0 41 4.6

Don't need any, services 65"4 348 39.1

1Percentage totals exceed 100% because clients may need more than one service.

2
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nursing, and physical therapy benefits., which is consistent with the types of

agencies they contacted.

Services Needed -- Respondents were asked to indicate the services which they

currently needed, over and above services already received.

The pattern of service needs for the CMRC and VR populations, as illus-

trated in Table 8-18, appears to be quite different. The service needs of

the CMRC clients cluster around various physical needs and services that enable

individuals to function more efficiently in their home environment. As might

be ecpected, vocational types of services were mentioned fretluently by the

VR sample. Yet transportation was cited by both populations as one of their

major service needs.

The CMRC population most frequently cited physical therapy, other

medical treatment, psychological therapy, homemaker setqaces, and home

modifications. The VR population, however, frequently listed such thi/'gs

as vocational training, vocational placement, vocational counselling, as well

as physical therapy.

The percentage of individuals who stated they did not need any services

was almost twice as high in the VR population. This is another indication

of the greater independence of this group.

The findings regarding service needs have important-policy implications.

It may well be that "individuals most severely handicapped" covers a broad

spectrum of individuals with very different types of service needs. $ome of
Nor

thes,e Individuals need physical types of services in order to function in-

dependently in their homes, while others need vocationally related services

to enhance ;heir employment opportunities. Thus, alternative policy

may have to be developed to ensure that all severely handicapped are equitably

treated.

The availability of the appropriate types of equipment may inflvipte thv
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degree of independence achieved by a disabled person. The purveys indicate

a much higher incidence of equipment utilization within the CMRC population

for almost all types of equipment. For example, the CMRC patients most

frequently used wheelchairs (52 percent), canes (50 percent), and helpers

for lowellmbs (31 percent). The VR sample most frequently utilized canes.

(25 percent) and dentures (22 percent). Equipment,usage appears to be con-

sistent with the eatlier assertion that the CMRC population is more severely

disabled than the VR population.

About three-fifths of both populations stated they currently did not

need any further equipment. Every category of equipment needed for both

populations was cited by less than 10 percent of each group.

Employment

This section will compare the,two populations on the types of joys

,held prior to disability, the current employment situation, the major reasons

for\not working, and the kinds of services needed in order to go to work.

The usual occupations for both populations are presented in Table 8-18.

In most instances, this represents the type of occupation engaged in prior

irto disability.
9

The leading usual occupations for both the CMRC and VR populations are

craftsmen and operatives. However, the VR group has a substantially larger 0

Percetttage of both of these occupational types. The CMRC sample was a more

highly skilled group. A substantial percentage -- almost one--:quarter -- of

its population were in the two most highly trained and paid occupations, "pro-

' fesilional" and "managerial", compared to 10 percent of the VR population in

these occupations. This finding is consistent with the substantially higher

percentage of CMRC clients who have been to College and graduate school.

2 7
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Table 8-18

Type of Usual Occupation, CMRC and VR Populations

Occupation
N

CMRC
N

VR

Professional 36 11.7 50 5.6
Managerial 34 11.1 42 4.7
Sales 16 5.2 34 3.8
Clerical 32 10.4 84 9.4
Craftsmen 39 12.4 165--- 18.6
Operatives 4 37 12.1 145 16.3
Transportation o ators 4 1.3 51 5.7
Laborers 11 3.6 73 8.2
Farm Managers 4 1.3 8 0.9
Farm Laborers 1 0.3 9 1.0
Service workers 29 9.4 143 16.1
Private household
Missing, no answer,

never employed
don't know,

17

47

5.5

15.3

23

62

2.7

7.8

1Percentage totals exceed 100%.

On the other end of the job skills spectrum, the VR population hap a

substantially higher percentage of laborers and service workers. Given the

physically taxing nature of these jobs, it may be more difficult for severely .

handicapped individuals who worked in these professions to return to them. A

greater investment of resources may be necessary to vocationally rehabilitate

the VR population than the CMRC population.

More than twice as many persons in the CMRC sample were employed at the

time of interview than in the VR population (13 percent compared to 6 percent).

A large percentage in each sample had retired early due to disability. The

major reasop listed for not working was physical condition for both samples

82 percent of the nonworking VR sample and 40 percent of the GMRC sample cited

this reason.

lr 2'28
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Considering the large percentages of unemployed persons in these 'two

samples of severely handicapped persons, it is important for policy purposeds

to ascertain the kinds of services needed to enhance employment prospects.

The needs of these two populations are presented in Table 9-19,.

Table 8-19

Types of Assistance Needed To Go To Work, GMRCand VR Populations

/
CMXC

1
%

VR

71

Help from others to get ready 81 26.4 190 21.4

Transportation 139 45.3 363 40.8

Special equipment 59 19.2 173 19.5

Flexible work schedule 99 32.2 N...... 356 40.0

Reduced work schedule 97 31.6 422 47.5

Special training or education 86 28.0 350 39.4

Light work only 151 49.2 550 61.9'

Ramps or elevators 122 39.7 243 27.3

Accessible washrooms 92 30.0 195 21.9

Regular assistance in work tasks 66 21.5 143 16.1

Attendant help 53 17.3 122 13.7

Anything else 7 2.3 51 5.7

bon't need anything `20 . 6.5 212 23.8

1 Percentage total more than 100 because some clients need more than one

type of assistance.
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The types of assistance most frequently cit'L by both populations were

quite similar. For example, the top five items mentioned by both groups

1

f

included light work, reduced work schedul s, flexible work schedules, and

transportation. The only exception was the CMRC population's need for ramps

and elevators, and the VR population's need for special raining or education.

The major difference in the overall pattern of employment needs was

the fact that almost four times as many of the VR population compared to the

CMRC population stated they did not need anything to go back to work.

To summarize, the CMRC population has a greater percentage of individuals

in white collar jobs and slightly over twice as many individualt employed.

The major reason that the majority of both populations are not working relatet

to physical condition, although the VR population cited physical condition far

more freggetly. Finally, both groups. need similar kinds of services in order

to facilitate their going back to work; although the CMRC population has a

higher need for services than the VR population.

In developing policy alternatives, important diffe ences between the CMRC

and VR populations of severely handicapped should be tak n into account. The

CMRC populatio had greater proportions of both younger and older (over 65)

persons, was more physically dependent, and consequently needed more services

and, in particular, more medical services than the VR population. The VR sample

was less educated,(/ess likely to be currently employed, and had previously

worked in jobs requiring lower skill levels than the CMRC group. Half were

physically independent, and hence their service needs were primarily voca-

tional in nature. Figure 8-2 illustrates some of these differences. In

considering the vocational potential of these two groups, it should be noted

that a larger portion of the CMRC group was physically unable or too old to
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work, and that their perceived service needs in'order to return to employment

were numerous. The VR population was physically more able, but was disadvantaged

0m

by lower educational achievement and prior work experience in Jo s which often

require physical strength or,skill. All of these differences 9, uld be

considered in designing programs for these two groups.

V

s
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CHAPTER 9

ANALwIS OF DEPENDENCY

A severe impairment creates adjustment problems for both individualis and

their families. The severely impaired must deal with dependency caused by the

condition, with impositions by professionals, and general readjustments to

school, work, and marital roles. In this section, we will examine empirical

studies of dependency, dependency and people rejected by VR, dependency and

rehabilitatiqn professionals, dependency and the family, and dependendy and

long-term care..

Rehabilitation has traditionally been concerned with phyqical restoration

followed by vocational placement. Along with concerned professionals, a number

of disabled persons and groups are beginning to demand comprehensive rehabilita-

tion stressing aspects other than vocational. There are several types of dependency. --,r

that result from a severe disability.

Socially dependent individuals often ;require assistance in interpersonal

relationships for the achievement of their purposes. For example, some persons
. -

must have some intermediary to make appointments or to initiate the first contact

for services they require. Many of the handicapped become socially dependent

llbecause of their feelings of difference from others as well as their feelings cp

inadequacy relatjve to the existing norms of competition. Thee therefore develop
.10

O

their own norms and values and frction as a minority,group. Although they retreat

into their own subcultures, they often seek the interventive help of the non-

hAndicapped society in meeting their needs.
0

Emotional dependency differs from social dependency in that its.goal is the

satisfaction of deep emotional needs within the personality. It is often charac-

terized by a constant and inappropriate need for emotional support by one family

or group member from another.
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The attitudes adopted toward a disabled person's :-.'.ependent str:;_vings can

profoundly influence motivation to work toward self-hep in the rehabilitation

pryess. An overprotective spouse or parent can r4iss a handicapped person's

anxiety to the point of being feaiful to attempt activities basic to successful

rehabilitation. On the other hand, if family members.,of re unable to accept the

usya1 dependent feelings commonly expressed by disabled people, they may adopt

a 'Spartan attitude and push the client physically or emotionally into discourage-
.

merit and consequent failure.

Psychomedical dependency refers to dependent responses evoked by physical

illness or handicap. Such grounded in the reality of the impairment

which requires dependence on those around the severely handicapped individual,

is viewed as a natural and symptomatic consequence of severe disability.

Rehabilitation professionals deal with psychomedical dependency in three

ways. Same have adopted what might be cabled a "reality-oriented" attitude based

on the feelings that it is important to motivate the handicapped person to achje'

his maximum potential. They eel that a certain amount of urging and pressure

is acceptable as long as thereis no attempt to achieve goals which are so

difficult to attain that they arouse anxiety. A second group uses an "acceptance

philosophy." Although committed to maximum rehabilitation, they believe they'can

best meet their - client's psychological needs by helping(him accept 'and live withi

the framework of limitations imposed by the disabling condition. A third group

approach the problem with what has been referred to as a Spartan philosophy. The

.concept is that if rehabilitation goals are set at a ,high level, the client, if

constantly urged, will strive to meet them and will reach a higher level, of re-

habilitation than if goals were set completely within his capacity. This group

believes that pressure and demands are Constructive devices. They minimize the

effect of the,anxiety that arises over doubts of ability to succeed; as long as

23i
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adequate counselor support iskprovided, the proponents of this technique are

convincdd of its effectivenes's.

The question as to whether or not dependency helps the'rehabilitation process

is an open one; no studies have seriously considered this question. It would seem

perhaps that some amount of dependency in the early stages ot ,rehabilitation may

be necessary but that it becomes increasingly less important as the process con-

tidues. There may be a danger that rehabilitation workers reinforce dependency

by doing things for their clients rather thanz,allowing them tivio things for

themselves.

EMPIRICAL STUDIES OF REACTION TO DISABILITY

People may respond differently to the same health condition. One person

may continue to work although he has a severe heart condition;; another may not.

Therefore,\of two peoiXe with identical health conditions, only one would be

classified as disabled in response to a Census survey on whether the impairment

limited work behavior.' David Mechanic refers to the concept of "illness behavior."

Such considerations suggest the importance of the concept of illness
behavibr, which refers to the ways in which symptoms-may be differentially
perceived, evaluated, and acted (or 1-16 acted) upon by different kinds of
persons....Some persons will m4e light of symptoms, shrug them off, and
avoid seeking medical care; others respond.to the slightest twinges of
pain or discomfort by quickly seeking such medical care as is available.
Variables'affecting illness behavior come into play prior to medical
scrutiny and treatment, but after etiological processes have: z.been initi-
ated. In this sense, illness behavior even determines whether diagnosis
and treatment will begin at all.'

Illness behavior may not only determine the quality of medical care obtained,\

it may also deteDRine a person's reaction to a chronic condition once diagnosed.

A number of authors have. commented upon the difference between men and

women in illness behavior,
2

and this point is worth noting, in view of our finding

of higher prevalence of disability among women. One study speculates:

1. Davis Mechanic, "Religion, Religiosity, and Illness Behavior: The
Special Case of the Jews," Human Organization, 1963.

2. The literature on this sibject is summarized very well by Phillips and
Segal in "Sexual Status and Psychiatric Symptoms," American Sociological Review,

February 1969.

235



218

Particularly among men, illness is looked upon as a feminine characteristic
to be shunned. Thee man who publicly announces that he ,does not know what
it means to be sick thereby improves his masculine status. In sum, it seems
more acceptable for women to have problems', especially problems of illness
....Women are granted more indulgence:..men are <subject to different expecto...
tions. It is 'less permissible for them to be sick, emotionally disturbed,
or upset, because they are expected to exert more selfcontrol, and, if
difficulties do occur, they are expected to bear then with greater equanimity. 3

Numerous research studies have examined underlying psychological factors

which might account for the differences in behavior of disabled nersons. The

findings of some major areas of interest as listed by B. A. Wright show the

following.
4

There is no substantial indication that physically impaired people differ as

a group in their overall adjustment to life. They are neither better nor worse

adjusted than the able bodied.

There is ,plso no clear evidence of an association between types of physical

disability and particular personality characteristics. Such theories as the deaf

being prone to paranoia are not supported by available data.

Although personality patterns have not been found consistently to distinguish

disability groups as a whole, certain behavioral traits directly connected with

physical limitation have been noted. These are examples of specific behavior in

a specific situation, for example, e-wheelchairbound person's reluctance to travel

over rough' ground.

Such evidence as exists on how people feel about their disabilities suggests

that these attitudes vary widely, have little relation to the degree of disability

are related to preimpairment personality, and can accept change through adopting )

a new value system.

Finally, group trends with respect to personality and adjustqent have not

been found. However, studies indicate convincingly that physical impairment has

a profound effect on the person's life but this effect is neither cottsistent nor

3. Ibid., p. 60. Quotation is from Roger Barker, Adjustment to Yhysival
Handicaps and Illness (New York, Social Science Researdh Council, 1953), p. 317.

4. Beatrice A. Wright, "Changes in Attitudes Toward People with iiindicapg,"
Rehabilitation Literature, December 1973.
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direct; it shows as man variations as there are disabled individuals.

WENDENCY AND,'PEOPLE REJECTED BY VR

Although the VR survey questionnaire was not designed t?'record attitudes

and emotionsin objective form, it did allow respondents to express their feel-

ings through open-ended questions. In their comments, they managed to convey in

often powerful terms some of the less tangible effects of a severe disability.

The ramifications and consequences of dependency emerged as a devastihg problem.

They cited frustration and feelings of helplessness suffered as a result of

their disabilities. It is their own powerlessness to improve their position in

life that has defeated them. For example, a 29- year -old woman, living with her

parents in ural Georgia, made t,tlis comment about her life:

I have always been an ambitious person -- wanted to live alone, support
myself; That dream has crumbled. I am not.a viable person. I feel
Iam not useful. I am not fied. I feel I'should be doing some-,-
thing'but I don't know what With a progressive disease you don't kpow
where you're going or what the next day will bring and what you'll be
able to do. I would like to feel like a useful member of society but
I feel useless. I feel bad because'I know my parents feel like they
are making sacrifices for me. All.I ever wanted was to have a job aid
be useful.

This comment comes from a man who lives in Baltimore, Maryland. He is a

stroke victim and therefore needed an interpreter to speak for him. He was asked

whether he agreed with VR's decision to reje-ct him.

I agree as far as getting into a competitive market, but it should
not 'stop there. The man has potential and potential at any level
should not be wasted. Forty-five is too young totbe retired tothe
TV and sofa existence.

It is not surprising to learn that a severe disability causes emotional

problems, although it may be easy to underestimate the impact of these problems.

But a severe handicap can also aff ect one's life in unexpectediways. The dif-,

ficulties cited in the fbllowing examples in no way exhaust the possible ramifiea-

tions of a bandicap, but they do gjve some indication of how diverse the problems

,are.

2 3 7
(
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A 63yearold man no lives with his 72year old sisterinlaw *as asked how

he felt about -VR's decision to reject him. He said:

I can't do anything'for myself and I have no money. I need a new wheel
chair; this once is falling apart. I wish they [VR] coul,d help me get
my mail. My family asked for help from the post office; I've sent letters
all.the way to Tennessee to the government. I can't get delivery becautic
I'm off the road and the truck won't Come in. It's not but a couple hun
dred feet but my sister is too old to walk up to the road and I caet,
so I have to wait for someone to bring it. In bad weather I just wait
and waits. I'd be so happy if the driver would pull in here. Couid,VR
help'me get my mail?

This comment comes from a man who lives in a small North Carolina city. He

has Parkinson's disease.

I don't feel like visiting; I have a complex; I am embarrassed. I feel
like at times people think I'm an alcoholic because t shake so bad.

Another respondent. said that VR would not send her to school partly because'

the noise of her respirator would be' disconcerting in a classroom. And one woman

pointed out that the sexual limitation caused by her disability not only meant

deprivation for her but made her husband irritable because of his own sexual

deprivation.

Perhaps the best indication of how severe the problems are tlat the handi

capped face is the number of people in our survey who have been defeae'ed by them.

In nearly 20..percent of our interviews there are comments which give evidence to

a state of despair. Orbe can only guess how much higher this percentage might he

if the subjects had been asked about their emotional wellbeing. The following

quotes are just a few examples of the hopelessness of many of the'severely disa&1ed

people we interviewed.

This comment comes from a 46yearold man in rural Indiana. He suffers
41'

from a genitourinary con

114
tion. When asked what problems his disability had

caused and what plans he had for the future, he responded:

ob.
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My disability stopped all activity. My wife has to wait on me all
the time and is not able to work. My plans are to go to Farley Funeral
Home.

A 52-year-old woman in Flushing, New Y ?rk made this,comment. She has multiple

sclerosis and is incontinent as a result.

' Well, I can't go out for too long dr go too far because in case I have
to go I don't want to be embarrassed. So I just sii here in the chair
looking almost like a human being.

The following is an example of a dis.tres.singly common reaction among the people

interviewed. Some of them have turned away from the agonies of reality and instead

fasten their hopes and dreams on a near miracle. This woman has diabetes mellitus.

She lives with her 16-year-old son in Baltimore, Maryland.. This is what'she said

when asked about her plans for the future:

I hope I don't live too long. My son has his own life to live and I
don't want to be a burden on him. If I could win the lottery I would
like to buy a nice little house somewhere and have someone cook and
clean for me.

REHABILITATION PROFESSIONALS AND DEPENDENCY

The central position of the physician and the medical facility in disability

is reflected in the research and in the reports of the disabled and their families.

While admiration for technical skills is often expressed, dismay at the limitations

of medical technology and the :ability of physicans to tolerate severely disabled

persons and their families is also frequently note,d.

Davis studied 11 polio-stricken children and their families.
5

In all cases

the doctors did not give the parents all the information they needed. Family

physicians felt uneasy in relating the news to the parents; Davis felt that in

many casesefamily physicians, knowing that they would have a continuing relation-

ship with the parents, did not want to be'the "mean guys" who must tell ehe

parents. Instead, an unknown physician in the hospital broke the news in a very

professional and abrupt way. This confrontation was often quite brief, leaving

rithe parents with more questions than answers.

,a

5. Davis, Passage'ThKpugh Crisis (New ,Ii.obbs Merrill, 1.963). .
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Short addresses the issue of the nature of medical practice. 6
He points out

that whereas years ago doctors were concerned with finding cures to diseases,

doctors must now turn their attention to the long-term physically handicapped.

Developing cures is gratifying in hat the doctors are able to see results and

V73

can take pride in their work . is feeling is not present when dealing with the

long-term physically handicap ed. Mellette indicates that medical schools do not

even prepare the doctor for this role but rather emphasize the need for curing. 7

When the patient is left with a major impairment, especially one which is visible,,

it produces a sense of failure in the physician.

For many disabled people, their treatment by professionals, especially medic41

professionals, is the first step in enforcing dependency and dehumAizing the

individual into a "case," a "patilnt," or "disability." The professional tendency

toward abeling,' or referring to clients as "CP's," "quads," or "MS's," is tinged

with a disregard for individuality. Language generally evolves to-express attitudes,

whether conscious or unconscious. In this case, the fact that a disabled indivi-

dual is often referred to as a CP rather than a person with cerebral palsy indices

something about the attitude of the speaker, something that he may not even recog-

nize in himself. DuBrow describes this attitude as "clubhouse disdain of the

inferior by members of the 'pro' team; the disabled are seen as different from

us normals.
8

This disease-oriented approach to the disabled may be encouraged by the

v luntaryforganizations which help those with cerebral palsey, multiple sclerosis,

etc. These associations may be detrimental to disabled people, at least in the

fight against prejudide, since they involve segregation of disabilities rather

Z l..
. Short, "Care of Children with Long-Term Handicaps;" Medical Journal of

Aust ia, 'Selitember 1969.
7. J. R. :'.111ette, "Prevention of Adverse Emotional Attitudes in Families

of Chronically Handicapped Children," Southern Medical Journal, March 1964.
, 8. Arthur L. DuBrow, "Attitudes Toward isability," Journal of Rehabilitation,
July-August 1965.
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than a general effort to come together and work toward common goals. The attitude

which results in labeling may even affect the sort of services a client receives.

As Salamone points out, many of the rehabilitation services furnished a client

are determined by the labels placed upon him. 9
TlIts, the mentally retarded get

one type of rehabdlitation service, while those with cerebral palsy get another.

Kirp stated that at least CO percent of those classified as mentally retarded may

not be mentally retarded at all.
10

Because of the effects of labeling and mis-

labeling, Salamone recommended that we change the work disability to "life modality,"

which is the configuration of social, vocational, physical, and psycholsgict

havior. We must try to see the whole Terson, rather than focusing primarily upon

the disability.
-4;

)

This tendency to see the disabled in terms of their disability alone has far-

reaching ramifications. Seen in this light the disabled become a "minority" and

segregation occurs. Segregation requires a majority which evaluates a minority

/'
as inferior, and the pheno6non of labeling, for example, suggests that this is

the position of the disabled. They are seen as "deviants" who occupy a separate

place in society. They aee relegated to separate schools and clubscpd their

activities are covered in separate magazines. This segregation is seen as bene-

ficial by many since it enables the disabled to come inA contact with and accept

their "own kind." kn much the same way as the blacks, the disabled are "ghettoized"-

in a physical and psychological sense.

Thera seems to be an unwillingness on the part of some professionals to

deal with the needs of their 4lients on anything but a mechanical level. The

literature on rehabilitation includes examples of professionals who. not only

exhibit this depersonalized view of the client but also recommend it to other

9. Paul Salamone, "Disability--A Reconceptualization," Journal of Rehabilita-
tion, August 1970.

10. O. 4iKirp, "Student Classification, Public Policy, and the Court," IL
Educational Review, February 1914.
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professionals. In sgme cases they seem to suggest that Cie focus of he rehabili-

tation agency should be or producing a functional rehabilitant, much 4s a factory

produces a commodity.

Nearly as difficult for the clients as the'cold depersonalizing attitude

is the overprotective, "mother hen" app pach adopted by some rehabilitation person--

nel. Robinault argues that it is time to do away with the accepted "professional

role" in which the Counselor is too verbal, doesn't provide.enough followup,

doesn't keep thorough enough records, and is overprotective. What emerges from

this description is. a picture of the rehabilitation counselor condescending to the

client and manipulating rather than assisting him. 11

Frequently, the rehabilitation process begins in institutions such as general

hospitals before the physically disabled individual even encounters the Vocational

Rehabilitation counselor. In 'such institutions, there are negative forces which

,
Vlican create and-intensify dependency in the patient. Basically, the patient is

always aware that essential needs for food, shelter, clothing, and medical atten-

tion will be met.

This situation creates a fertile environment for the growth of dependency.

Moreover, there are not infrequent instances in which the patient's efforts to do

things for himself are discouraged or blocked because they interfere with institu-

tional routine, inconvenienche staff, or require extra time that staff members

are unable to give. The routine of activities acts to gtultify independent think-

ing; the patient who questions the institution's way of doing things is regarded

by staff not as an individual fighting dependence but rather as a hindrance to

the functioning of the institution.

11. Isabel P. Robinault, The Sociology and Social Psychology of Disability'

and Rehabilitation (New York: Random House, 1970).
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Let one severely disabled person speak for himself:

It's a very unique pleasure for me to stand before a room filled
with medical personnel with all my clothes on, because usually
I'm in the supine position, under-bright lights, with tier upon
tier of hostile, white-coated figures staring at me. I think
you're all familiar with what I'm talking about; I refer to the
unique learning experience known as grand rounds.

You see, as a child, I was "exhibited as a very interesting case."
I was often a star performer in the amphitheater. To this day I am
convinced that grand rounds were designed to erase the last vestige

P of dignity in a patient. One is, or at least used to be, laid out
stark naked and provided with the equivalent of a 3x3 sterile pad
with which to retain some degree of modesty. One is asked the
medical top questions like, "What can you do with your frail right
arm?" Now if I quipped, "It makes a goad paperweight" or something
like that, the oracle, of Hippocrates would retaliate with something.
like, "Now..if your left shoulder has extremely limited rotation, how
does this limit your toileting?" Now that chap knew full well what
I thought he meant wh&n he said toileting. My young mind conjured
up some strange things, because children are really quite basic.
And it never even entered my mind that he meant combing my hair.
So my reply usually brought the house down. And he just stood there
'letting his superiority radiate out to all the worshippers, secure
in his knowledge that he had put me down, and that this fresh kid
would think twice before he quipped again.

0

Now, prior to grand rounds, some overworked young intern or fourth-
year medical student would be assigned to do a workup on the case,
so that the master would have a full set of answers. This
conscientious young man would poke, flex, extend, abduct, adduct,
police a flashlight in crevices, grab orifices and skinfolds, and ask
300 questions,'then go over my case--folder with a fine-toothed comb.
To this day, I never volunteered any health information. In all
questionnaires for insurance, employment, telephone surveys, theme
GalltiO polls, my only retort to a health' question was, "Yes, my
health is excellent." Forms requiring information on what shots
I have had will automatically be checked off that I had them all.
I usually say yes even when asked if I have taken the Pap test....

I'm not trying to put down the medical profession. Many good doctors
did share their knowledge with their patiefits....What I'm saying I
guess is that the patierit has been neglected and put into the same
classification as the tools which are used to treat him. For too
long now, a vast segment of the medical profession has maintained a
unilateral position, and this is carried over into other fields,
especially, to the field of rehabilitation. For years the rehabilitation
experts felt that their clients all fitted neatly into the stereotyped
which they had been taught was the profile of the handicapped. There
were certain vocational.' paths which one could take and others from
which one must stay far away.
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. DEPENDENCY AND THE FAMILY

The research on the disabled and their family relationships can be clas§ified

broadly into several general areas. First, there is the disabled child and his

or her family situation. The literature on the disabled child includes the stages

through which families menerally go in adapting to the child's disability, problems

which.the child faces during various periods of life, adaptations in the family

life which may result from disability, responses and coping behaviors of the

parents, and the-contact which the child and the family may have with institu-

tions, professionals, and society in general.

Second, there is a considerably smaller amount of research on the disabled

adult and family relationships. This generally focuses on the family's reactions

to the onset of disability in an adult member, changes in family structure and

activity, and the effects of disability on adults' performance of common adult

roles ,(or family members' attitudes about the ability of the disabled members to '

perform those roles) such as breadwinner, homemaker, child raiser, and sexual

partner. From these general areas of investigation come numerous discussions and

descriptions of family counseling methods as a means to alleviate problems associated

with disability of family member, child or adult.

PARENTAL ADJUSTMENT TO DISABILITY

Various articles describe the stages which parents go through in discovering

that their child is disabled and in adjusting to this fact. The basic stages are

the same for different disabilities, although if the disability is not congenital,

there are variations resulting from the specific characteristits of the dis-

ability and the period of onset. How the family reacts to this crisis is found

to be determines' by the way the family deals with crises in general.

Cohen describes four stages wh,ich parents go through upon discovering that

their child has a disability: grief, then anger, then a dealing with the situation,

and finally a readjustment of their lifestyle. The author notes that caseworkers

are often too quick to categorize parents as uncooperative and rejecting of aid,

2 4'4 k
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when in fact the parents may still be going through states of grief and/or

anger.
12

A book by Davis, A Passage Through Crisis, describes the effects a child

with polio has on the family. 13
Davis found that families went through four

stages in finding out about the adapting to the fact. At first the child wag

seen to be sick or believed to be acting as if he were. Responses to this period

were seen as affecting later attitudes, for parents who did not take ,k.qe child

seriously often felt guilty later. The second was the warning stage where parents

realized that something was wrong. Here doctors were often consulted, and many

of the doctors ignored the concern of parents. Again, such feelings often af-

fected later attitudes. The third period was that of impact, when polio was

diagnosed and the child was usually hospitalized. Feelings of fear and grief

accompanied this period in all families. Most. families were told quite abruptly

that their child would be disabled, but no details or comfort were offered. In

the final stage, parents began to take stock of the situation and look into the

future. Davis then goes into the effects of the child's hospitalization and both

the positive and negtive reactions produced in this i?eriod. Physically, all

children improved and the fear of death was removed.

All patients clung to the idea of recovery and restoration of physical capa-

bilities. Children who improved physically had a better relationship with their

families than those in which no physical improvement was noted. Often,phygLicians

tell parents ,tha/the physical capabilities which will return will do so within 18

month. AS this deadline comes closer, parents become depressed because their hopes

are fading. This raises the question of how tq change the attitudes of parents

(and of society) so that physical improvement is not such 'a central issue .in the

parent - child rie/ationship.

12. Pauline Cohen, "Impact_ of the Handicapped Child on the Family," Social
Casework, 1960.

13. Davis, Passage Through
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Almost all studies found that much tiIng"<Ioney, and effort we're directed

toward having the child walk. What happens to those children who do not eventual'

reach this goal? Are they psychologically harmed by tlies emphasis on walking?

Authors agree that children should be pushed to their optimum, but the question

is whether walking or looking as "normal" as possible, is indeed the optimum, or

whether efforts can sometimes more appropriately be directed at maximizing mobilit

VA
and access tWontacts with the world. The stress on reaching normality rather

than on maximizing independent living abilities is an issue which arose repeatedly

yet none of the literature discussed other goals which counselors could present

to the family.

FAMT ADJUSTMENT

Some of the literature discusses concrete changes which a Child's disability

can make in the family environment. Sometimes there are changes in the physical

environment, necessitated by care for the disabled child in the home. -For example

the child with cystic fibrosis needs a mist tent in the bedroom. The odors and

added humidity can alter the home environment for the entire family. There may

also be significant change in family activities. Mothers often quit jobs to have

more time to visit with the hospitalized child, or to carespr the child when in

the home. Fathers may also change jobs or getan additional one, partly to ease
.

the increased financial strains on e family.

t:Due to the needs of attention a d care of the disabled child, changes in

family relationships may result. For example, siblings may find that more pros-

sure is placed on them to take responsibilities. This can have a positive effect;

some siblings of disabled children seem to be mbre tolerant of people suffering

from diseases and of differences among people which result from disabilities. But

there are negative effects also. For example, Poznanski, in a discussion of the

histories of two families, found that the siblings were more adversely affected

by the disability than was the child.himself. 14
One reason for this is that paren

14. E. Poznanski, "Emotional Issues in Raising Hanicapped Children,"
Rehabilitation Literature, November 1973.
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may express their anger and disappointment with the disabled child by taking it

'out on each other or on the siblings.

DEVELOPMENTAL STAGES

The problems faced by the disabled child and by the family as a whole change

at different times in the child's.life. The infant will have one set of experii

and problems related to disability and to how .disability affects his particular

stage of development, and the preschool child, the schoolaged child,,and the

adolescent will have others.

4
Infancy and Pre - School Years. Battle describes how child=rearing differs when

13

the infant is disabled.
15

For example, feeding a normal infant is often charac-

terized as a pleasurable, ,ratifyingtifying exercise for most parents. Suckling can b

nces

beneficial to both child and mother. Yet when the child has a physical didiarlity
t

such as cerebral7palsy, feeding is quite difficult, and suckling is almost impos-

sible. What effect this may have on the parent and the child is not known.

Infants, and older children as well, hav&a need for stimulating contact
4

with their environment. Yet disability can alter the child's ability to obtain

this stimulation independently. Whereyyoung children learn to roll and move

about in their environment, the disabled child may have to depend much-more on

his parents for movement and st\imulation.

Parents can actually unwittingly wake it more difficult for the disabled

child to qtain stimulation. Several researchers, for instance, found that cerebral

palsied infants are not given toys to play with. Either parents don't realize the

need for child to touch and hold objects, or erse they place objects too far

away from the child in the hope that he,will learn to reach. In other words, they

see a need for teaching rather than playing with him. Pressure is placed on the
,y 4

disabled child to progress and learn in the same way as a normal child would, but

\his simple need for stimulation iv' overlooked.

15. C. V. Battle, "Disruption in Socialization of a Severely Handicapped

Child," Rehabilitation Literature, May' 1974.
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The School-Aged Child. -- g major issue for the school-aged disabled child and

the entire family is the issue of segregated versus integrated education. The
9

r

literature on this issue is extensive; some of the main issues will be sketched

becaus eriod is so important.

Battle discusses the issue of integrated and segregated schools.
16

He

sees a need for both, since segregated classes provide models for the disabled

child and enable him to compete proficiently. On the other hand, segregatioA can

give the disabled child an unrealistic environment. Most disabled people, it is

'assumed, will enter the mainstream ra life (although discussion'of voluntary

separatism is beginning to appear in the literature) and segregation does not

prepaee_them for this entry. The disabled person may have 'ittle in common with

his nondisabled peers as a result of segregated classrdoms. Kirp looked into the -

legal aspects of segregation and concluded that at the very least the disabled

child is entitled to an equal education, which some obserVers feel is not now

being offered.
17

Recent court decisions say that all children must be educated and that

waiting lists for schools are illegal. But the findings of a study by4"Fleishman

indicate that in New York State in 1973 a minimum of 200,000 children with dis-

abilities were receiving no education at all; some 8,400 students were on waiting

lists for special education classes.

Children with different kinds of disabilities have different kinds of

experiences in terms of peer participation. The disabled child who looks normal

mgy experience more adverse reaction than the visably severely disabled child. For

example, while it is apparent that a cerebral palsied child cannot run balPin a

ball game, children with cardiac problems often have difficulty explaining why

they cannot participate fully.
18

16. Ibid.
17. Kirp, "Student Classification."
18. Suzanne A. Kohut, "The Abnormal Child: His Impact orOthe

Journal of American Physical Therapy Association, February 1966.
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Adolescence. -- Throughout childhood, the disabled ghild experiences both overpro-

tection and the effects of pressures to be "normal." Sometimes these two expecta-

tions may conflict and confuse him.

In adolescence, the confusion becomes more acute. The adolescent,

particularly if disabled, is still treated as dependent by many adults, teachers,

and parents; Simultaneously there is pressure from peers and other adults to take

responsibilities and adult roles.
o

Freeman discusses some of the common experiences of the cerebral palsied

gathered from his work-on the psychological problems of the adolescent. 19
He states

that the range of psychiatric problems in the, cerebral palsied adolescent is as

wide as those found in the nondisabled. These problems are cuased by overprotec-

tion, lack of confrontations normal teenagers face, and the imposition of painful

Or unwelcome physical conditions, in addition to the "unreasonableness of the

environment" which is not geared to the disabled child:

Freeman states that there is no general characteristic of the cerebral

palsied adolescent. He has to tace the deterioration of his physical coAdition,

as well as realize that there is at present no cure. Social activities may be

curtailed as peers reach sexual maturity and become more' aware of physical ab-

normailtv. Leaving school and changing professional staff may cause insecurity

and lead to psychiatric problems. Indeed, psychiatric treatmentttselfMoften

creates pryblems. Freeman also points out that for the disabled individual, as

for any adolescent, to be bitter and complLning or- complacent and passive does

not necessarily indicate psychiatric problems.

Often, neither the family nor the school wants to be aware of the

sexuality of the disabled adolescent. Freeman gives possible reasons for the

,-;ro..ibition of sexuality: (1) people see the cerebral palsied as sinful and

tnus undeserying of sex; (2) they feel "if I can't have sex, why should he?";

(3) :ney find this normal act inconceivable for the palsied since the dif-

.-1-.eeman, "13Vchiatric Problems of Adolescents with.Cerebral Palsy,"
M,Aicine Child Neurology, December 1970.
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ference between the normal population and the cerebral palsied has been exploited

for so long.

Passage Into Adulthood. -- Less-literature was available on the adolescent, and no

literature was found which dealt with the transition from adolescence to adulthood.

Thus we have no information from research on how the disabled adolescent moves

into independence or on the implications of remaining as a dependents young addlt

in the parental household and its effects on the individual and his family.

One important, dimension of adolescence often denied disabled youth is

introduction to the world of work. Able-bodied youth,often are introduced to

work by odd jobs such as mowing lawns or volunteer work, orhey may help working

parents. Disabled adolescents, especially those with sensory deprivation, are

generally denied such opportunities. The'ew ,Jersey Blind Agency, among others,

has developed a program in cooperation with summer resorts to use blind youthS as

elevatlkoperators and the like. The program is successful in a number of ways,

including the number' of employers who subsequently rehire the youths without

subsidy.

One major problem for disabled children is "modeling." Leech notes

that disabled children usually have no one to model themselves after. 20
Parents,

teachers, and professionals with whom they come into contact are usually nondisabled

and have the notion that to be,"novmal" isa primary goal. Such at tudestudes might

have serious effects on the disabled child. The only studies done e on the blind'

and deaf children of similarly handicapped parents and show these child as

better adjusted. No studies are available on the implications this may have for

the orthopedically disabled. Many parents fear that their child will become too

dependent on "gadgets" and prohibit their use. For example, parents sometimes

prohibit the use of wheelchairs in the hope of forcing "normal" mobility. This

puts great stress on the child and makes socialization difficult.
tt

20. Leech, "Raisin the Disabled Child," The Independent, Summer 1974.
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THE DISABLED ADULT AND THE FAMILY

The literature on family relationships of the disabled adult generally

focuses on limits on activities and on social interaction, as well as effects

which the disability may have on tIrjko,..1's of the different members of the family.

The ability of the disabled peron to perform the roles of breadwinner or homemaker,

sexual partner, 'and parent tend to be the object of the literature. There is also

discussion of the ways in which other members of the_family view the disabled

adult. Some practical aspects of disability such as financial problems are touched

upon,.but generally their effects on the family are not 'xplored.

The Disabled Adult and Spouse. -- Rosenstock did an analyticaL study on 34 families

where one partner had'become-disabled during the marriage. 21
Interviews were held

at two points, one within 2 weeks of the onset of disability, nd the other after

2 years had passed. The families saw the disabled.member a eing more dependent

than did the disabled person'himsself. Since the degree of disability was not dis-

cussed there is no objective standard to calibrate the perceptions. One-fourth'

of the families felt nervous when the disabled member was at home, and one-fifth

thought their families had been happier before the onset of disability. It was

concluded, "The extent and speed of recovery of independence may be affected by

the patient's precrisis perception of his relationship to others."

Indications are that individuals expressing flexibility in sex roles

reported fewer problems. Likewise, a higher educational level was associated

0

wit-h- fewer reported perceptions of problems. The presence of children contributed

to the lessening of the isolation level.

In studying 30 families in which at least one member had developed aphasia,

Malone discovered that spouses 1)4 the disabled member had guilt feelings, and that

all had feelings of rejectlon toward that person. 22
Some 60 percent believed that

o,
21. Florence Rosenstock, Disabling Illness and Family Alienation, Special

Report No. 1 (Springfield, Va.: National Technical Information Service, 1968).
22. Malone, Ptacek and Malone, "Attitudes Expressed by Families of Aphasics,"

British Journal of Communicable Disorders Vol. 5. 1970.
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g "God had done it," and 20 of the 30 were hoping for miracles. Only 20 percent

saw the disability as due to a spinal cord injury.

1,
A'study by Katz of wives of diabetic men reveals that poor sexual

relationships after. the onset of disability are seen as a major problem.
23

Dietary

' requirements also place burdens on the,spd-use in purchase and preparation of food..

Whereas most pieces of research recommend family counseling as a viable

solution, some of the literature warns that not all families are candidates for it.

Shellhase points.out that some spouses cannot tolerate the increased responsibility

placed on them by the disability of the part,ner.24 The only answer may be to re,

move themselves from the.relationship. It was felt that in these cases, if in

fact they can be.identifiedlit is much core important to worry about the well

being of the disabled person. There are. cases in wkich a rehabilitated disabled

member become less dependent on the spouse. This may lead to marital problems

when the spouse has become committed to ttiF helping role and readjustment is

difficult.

Very little was found in the literature about relationships in families

where both adults are deaf, orthopedically handicapped, or otherwise disabled, or

about the effects on family relationships of acquired deafness in an adult.

Professional recognition of the importance of successful sexual adjust

.ment of the handicapped individual has been developing and expanding in the last

several years. Tosdate, however, few formal studies, have appeared in print and

those that have are primarily directed toward making the professional aware of

this area as'one of legitimate concern.

23. Alma Katz, "Wives of Diabetic Men," Bulletin of the Menninger Clinic,
September 1969.

24. Leslie J. Shellhase 4nd Fern K. Shellhase, Redeknition of Family Style
in Responge to the Reality of a handicapped Member (Arlington, Va.: Educational
Resource Information Center, 1973).

1
a
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The existing articles fall into'two categories. First, there are those-

which discuss the physical aspects of sex. For the most part these articles

attempt to dispel misconceptions concerning sexual limitations of persons with

spinal cord injury. Second, there are a few articles dealing with sexual roles

f a psychosocial nature, in particular husband-wife relations.

In 1973 Hohmann published an article which dealt with both categories. The

paper provided guidelines as to who should talk about sexuality with spina; cord

injured patients and theif=spouses, what should be told them, what are some of the

techniques that can be used by those who lack normal gental functioning, what

A some of the emotional rewards are which the person achieves from sexual function,

and what are the Brecautions which anyone who counsels the disabled about sexual

functidhing should keep in mind.

These include the avoidance of offending moral values, forcing the patient

to talk about sex, forcing the counselor's own morality on the patient, making

sex la n all-or-nothing experience, and expecting too much from the sexual partner.

The last topic is the most innovative partof the article, since it has previously

received little attention.

Indicative of a new, more comprehensive approach is the work of Diamond,

who deals with specific problems such as our culture's emphasis on sexual perform-
(

ance, the fieelings of guilt that can result from deyiance from supposed standards,

and the communication of problems. Finally, he makes redommendatiqns on practical

matters concerning sexual ea4cpression, including use of different types of devices

for achieving-biologftal sexual satisfaction and methods of sensory stimulation..

Although the literature occasionally gives details on the special knowledge

needed for sex counselors and urges them to be liberal, it does not mention how

tfaining or the proper attitude may be acquired. There is little discussion of

the organizational limitations of rehabilitation agencies in respect to sexual

counseling. sexual thought:, and conflicts often embarrass not only the client but

also the rehabilitation worker.

L J.
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There is virtually no discussion of the sexual adjustment of women and

homosexuals. ,Only one study was found, publishetin 1940, concerning sex and the

disabled woman, and one article written in 1973 discussed the disabled homosexual..

Writings on sexual adjustment, for the most part, have not dealt with pgycho-

social factors as.contributors to maladjustment. Most articles deal with marrtage

.situations;,thepoumption is that the handicapped individual will have no trouble

obtaining partners, while this may in fact be the essential problem.

The Disabled Adult as a,Parent. Few articles discuss positive aspects a disabled

member may bring to a family. Lt has been hinted that children of families where

one of-the partners is'disabled m4 have mbre mature personalities and closer re-

lationships to their parents than other children. TtThias been established that

children are not affeted by the presence of a disabled parent as they are by a

disabled sibling. No'studies are available on this topic and any conclusions must

be based on discussion and theory, t

There are three articles dealing with the blind mother. and her'(apacities,
as judged by a casewtirker, a child of a blind mother and a blind mother her

They conclude, that the blind mother is quite able to handle all situations and to

be a competent mother.' But these are descriptive accounts rather then empirical

studies.

DEPENDENCY AND LONG TERM CARE

Very little of the research deals with the issue of whether o ;not the family

provides,the best living situation for the disabled individual. Generally it' seems

to be assumed that relationships should be worked out within the family, which

appears at present to he a main resource for care of the handicapped. Yet it ma

not be. best for some disabled to live with families.
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We refer to long=term care as care provided the most severely handicapped'

over a period longer than 6 months, in which some d

This distinguishes the need for long-term care from chronic illness and severe

of supervision is required.

%es.
handicap by virtue UTthe requirement for supervision. A paraplegic may have long-

term medical needs, may require periodic counseling throughout' life, or may re-

quire periodic assistance in mobility or housing relocation but may not be basically

in need of supervision. -A severely retarded perso , a chronic schizophrenic, a

senile elderly person, all may not have physical mpairments as extlensive as the

paraplegic but may require care and supervision.

Most of the institutionalized population, especially those in nursing homes,

psychiatric facilities, and retardation institutions are the long-term care targets.

Some studies have suggested that many of these e sons could be placed in community

4.:r1settings or group care settings with less exp tve medical and other specialized

components. For the most part, these alternative settings do not exist.' Many of

the financial incentives for these settings are inferior to the incentives for, say,

nursing homes, which are reimbursed under Medicaid. In the long-term care area

there is movement to expand home care options as a hoped-for offset to the growing

expenditures in long-term care, especiallyin nursing homes. Our analysis suggests

that while such expansion is desirable, it is not likely to bring about savings

in public funds.

There are studies which purport to show that many 'persons in institutions

arF there "inappropriately," a term which seems to mean that they could, be in

some otbgr level of care. These studies do not show the extent to which there are

pei.sons in the community who need or could use some level of in-home sery e

Studies conducted by the Urban Institute into the matter indicate that persons

<1

in tt community now have their care needs met; if at all, solely from informal

means, often from non - family members who provide the care, such as it is, without

payment.

255ot)



7.

D

238

For the most part, vocational rehabilitation has nqt 'lad a role in providing

for persons in need of long-term care, owing largely to the limited employment po-

tential of those persons. Some studies have, however, suggested that rehabilita-

tion could have a major impact on the population in need Of long-term care.

In 1962 the New Jersey Rehabilitation Commission developed a year demonstra-.

tion project in Essex County providing rehabilitation services tR,,vocationally

infeasible clients in two rehabilitation centers and in two nursing homes.
25

The sample included hemiplegics, paraplegics and quadriplegics, amputees, and

persons with multiple sclerosis, whose average age was 60.1 years. Of these served,

22 went to Vocational Rehabilitation, 56 achieved independent living status, 11

died, 18 were unable to achieve independent living, and 2 were still in process

at the end q,f the program. A summary of the cases and outcomes is given below.

1. Mrs. R. had been in a nursing home since 1963 with a diagnosis of a

fractured hip. In October 1966, the Independent Living Rehabilitation (ILR) Project

bought two pairs of shoes with uplifts at a c.!Ipa.t of $108. Sheas moved to a

boarding home. This had resulted in a saving to the welfare board of $204 a month.

The nursing home records do not record at wh ikoint these shoes might have served
=K44.

r.

the same purpose as they are now serving with the resultant savings.

2. Mr. W. a left hemiplegia in a nursing home since 1966, was sent to a

rehabilitation center for 6 weeks in February 1967 and discharged from there

directly to a boarding home. The cost to the Commission was $1,823. The savings

since 1967 are at the rate of $204 a month.

3. Mr. D. 4had been in a nursing home since March 1965 with diagnosis of

cerebral vascular accident. When he was prcked up for service, he received 6 weeks

of outpatient service in a rehabilitation center, then moved to a boarding home.

The total cost to the project was $399, and the savings are attlie rate of $204 a

month. \

"7'

25. Beatrice Holderman, The Development and Administration of an Independent

Living Rehabilitation Program, 1962-1967 (DREW, 1968).
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X

4. Mrs. R. a 52-year-old woman had been in the City Nursing Home since March

1964 with a diagnosed disability of a bilateral amputation due to diabetic gangrene.

Counselor learned that a sister would be able to take her home if she could be

independent. Mrs. R. was taught to give herself insulin shots, and a wheelchair

was provided. No cost was involved because the wheelchaAr had been returned to

the project due to the death of another client.

Mrs. R. was trained in .the nursing home in the use of the wheelchair and

was released to her sister's home. She hats been there since March 1966. The cost

to the project was nilnd savings to the welfare board were at the rate of $175

a month.

5.. Mr. V., e 40-year-old man was in a nursing home for 6 months in the latter

part of 1965 with a bilateial amputation due to frostbite. He was ;Pt accepted for

VR due to a questionable vocational goal. A prosthesis was provided at a cost of

$320, and the man was discharged to a boarding home, with a savings of $175 a month

to the welfare board.

A 1975 Massachusetts study of Community-Based Maintenance °Care for the Long-

Term Care Patient
26

reported on 201 elderly and disabled persons admitted to tour

cooperating medical institutions; Barthel scores were calculated at admission,

discharge, and at two-week followup intervals for three months. The mean age of

discharged patients was 70; one -third were married at time of admission. Almost

half had neurological impairments. The admission Barthel was a good predictorQf

discharge status to commupity or nursing.

26. G. Eggert, C. Granger, R. Morris and S. Pendleton, "Tri-State Regional
Medical Program," mimeo, January 1975.
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The single measure which st;ongly predicted measure of discharge status was

family support, which alone accounted for 65 percent of the variation in discharge

status. They used a four' -point scale to dgister family support: Intact, Limited

(unwilling to help 24 hours a day), Helper Needed (other than family member required)._

or Null (family unable to cope or no family).

Self-care ability was second strongest variable, and financial status,

was third. Other variables contributed little to,the outcome. It is enhancement

in self-care status that rehabilitation can most influence both in medical institu-

tions and in the community. Services in this regard are Activitivs of Daily

Living ervices'or Personal Care Services. These include: help 1.4 bathing, dres-

sing, toileting, housekeeping, transportation (escort), shopping and the like.

In 64 of 69 cases, the family provided the services, whereas only 11 cases had

community agencies and 2 had them provided/ by non relatives. The community simply

was not providing the services. The reason was probably lack of funding. Over

the followup period, about two-thirds of the discharge community patients used the

services. Medical/professional services were lees used. Household services average

16-.8 hours per week for an average cost of care jaf $72 per week.
b

The mean time per patient for all personnel--doctors, social workers, etc.--

was 6.4 hours and ranged from 0.8 to 28.5 hours. At this average, it seems fewer

persons could be sent to nursing homes for about 2 days of homemakers per week

and 6 hours of planning at the hospital--if funds and services are available.

One of the primary problems with the allocation of long-term care is the lap(

of a gate-keeping mechanism other than physician prescription and eligibility for

the Medicaid program. Dunlop has estimated that a significant portion of the

persons receiving long-term care need to change care settings to match their needs,

2 'a
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but few 'are without need for some level of care.
2 7

A few in institutions could be

at home, and a few at home should be in instit4ions. Speaking only about the

elderly, about 25 percent need some level of long-term care (5 million) but 1.7

million are receiving adequate informal care. Of this 3.3 million, 1.3 million

require nursing and other supportive services at home, 1.2 million would be in

congregate facilities, about a half-million need nursing care, and 60,000 would

require intensive nursing care.

To a large measure, dociAl rather than purely medical needs determine utiliza-

tion of formal long-term care. In one study, only about one-third of the nursing

home population of peons over 80 were admitebd for purely medical reasons. One

of the key determinants of staying out of an institution is the presences of a

family member willing and able to provide care. The bulk of those in nursing

homes are without family, and usually without financial resources.

This suggests airole for Vocational Rehabilitation in an independent living

ti

program which could be tied to developments in Medicaid or Health Insurance. A

rehabilitation role which could be modeled after the SSI and beneficiary programs

would permit adequate funding of services to keep persons in the least iptensive

settings appropriate through rehabilitation services and screening. For the young

in such facilities, promise of eventually becoming more.self-sufficient could be

offered. For the very old, some ability to live in more homelike settings might

be possible. If expansion of VR into only one area were to be the effort, this

should be a key option.

27. B. Dyllop, "Long-Term pre: Need Versus Utilization," Working Paper
975-05, The Urban Institute, Wiphington, 1975.
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ARCHITECTURAL BARRIERS

One of the greatest concerns of disabled persons isiptting from one place

to another. 'Without the ability to get from Point A to Point B, the individual

may be left in an unsatisfactory situation, may lack needed assistance, or even

be left in danger, which could have been prevented had the barriers not been

present. When bathrooms are too narrow for persons in wheelchairs, or flights

of steps are not negotiable, or access to public transportation is impossible be-
t

cause of the distance from the ground to the vehicle, the impaired person is

faced with humiliation, frustratioh and, often, reduced opportunities for gain-
.

ful employment or independent living.

Some barriers faced by the impaired suggest the barriers faced by us all.

fn testimony before the Senate Committee on Aging, witness after witness pointed

out that design features, which hamper a person in a wheelchair also hamper

children, pregnant women, and persons carrying packages or pushing carriages.

Examples of common barriers not obvious to able-bodied -adults who can reaitily

negotiate them are drinking fountains agd telephones too high for the handicapped

r

to reach, curbs where ramps would do, and steps which limit acres to public

buildings for many of the handicapped.

In a 1971 conference on the disabled held in Scotland, one British archi-

tect and city planner made the observation that virtually every building with a

life expectancy of 30 to 40 years will be occupied a considerable portion of the

time by a person with a mobility limitation. While this was obvious once said,

it brought a shock of recognition to the conference. Most architectural barriers

surround our environment because the design professions incorrectly assume

that everyone is able-bodied, and that their design criteria suit the bulk'

of the population.

260
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Types of Barriers

Architectural barriers can be described as those which impede mobility or

activity in the residence and living space, the work space, and public places,

including recreational areas. Barriers in the home are often severe impediments

for'the handicapped.

Consider, for example, a newly handicapped paraplegic or a person re-

turning home from a severe coronary episode. Stairs suddenly become an insur-

mountable problem. The bathroom door is likely to be too narrow to get a

wheelchair through. The cherished front porch now needs a ramp. The stove

and sink.are too high.to reach. The remedies will require remodeling of the

home or relocation of the family to another setting.

'Work place barriers are similar, but the problems are compounded by

the effect modifications may have on other workers and the question of who

should pay for changes. Public places are often inaccessible to the handi--

capped because of stairs. Recreational areas are often without guides for the

blind or without proper pathways for persons in wheelchairs.

Local governments have made very limited efforts to eliminate architec-

tural barriers in public buildings and facilities. In fact, the great majority

of the Nation's cities have not initiated any programs designed to eliminate

these barriers to the handicapped. Lack of apparent need, is the primary-reason

given by about 40 percent of the city officials and 30 percent of the county

officials for.the absence of programs designed to make public buildings acces-

sible to and usable by the physically handicapped.
1

The second most frequently

1. M. Baker, M. A. Fischetti, L. A. Williams and E. M. Young, State and

Local Efforts to Eliminate Architectural Barriers to the Handicapped, (Washington:

,WationAT League of Cities, Department of Urban StuOiea, 1974), p. 2. In response

to questionnaires sent to 379 cities and towns and to 272 counties, only 95

. cities and 42 counties reported local efforts to eliminate_barriera.
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given reason is "the absence of a legal requirement."
2

It may tha:: the

majority of the 'people in this` country are aware of, but not partf_cularly con-

cerned about, the problem of architectural barriers to the handicapped.

Effects of-Barriers

Besides being completely barred from many activities they could otherwise

engage in, the disabled are constantly frustrated by a myriad of inconveniences:

telephones and water fountains that are just out of reach, and too-narrow aisles

in theaters, stadiums, restaurants, and other public gathering places. Architec-

tural barriers, then, affect all aspects of living and all ages of the severely

handicapped, as the following examples illustrate:
3

Kitchen equipment which makes it difficult and sometimes

impossible for handicapped persons to carry out their

homemaking responsibilities.

- The thoughtlessly designed school and playground which

make it necessary for the handicapped young to be educated

separately and lose contact with their nonhandicapped friends.

- Steps which prevent the arthritic old woman frowgoing to

her church for the spiritual and social satisfaction it

gave her when-she was able-bodied.

Our surveyof individuals rejected from Vocational Rehabilitation because

Of the severity of their handicap showed that 10.5 percent moved to another house

or apartment so that they Tad get around better. Indeed, architecture barriers

can make the severely handicapped prisoners in their own homed. This point is

2.. Ibid.

3. National Citizens Conference on Rehabilitation of the Disabled and

Disadvantaged, U.S. Department of Health, Education, and Welfare, Social and

Rehabilitation Service, Washington, D.C.
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made clear by Table 10-1, which lists the kinds'of things which are difficult'

or impossible for the severely handicapped individual because of such barriers.

One hundred forty-three individuals reported house barriers in the survey.

Table 10-1 gives the number and percent of that total with specific house barrier

problems.

Table 10-1

Problems Caused by House Barriers, VR. Sample
1

Problem
Number of
Responses Percent

Getting in or out of residence 65 45.4
Moving from room to room 59 41.2
Getting from door to street ' 66 46.1
Doing homemaking activities 41' 28.6
Bathing 45 31.4
Toilet 30 25.8
Grooming 25 17.4

t
Other 19 13.2

1. Percentage totals exceed 100 percent because clients may deal with
more than one barrier.

The first point that Table.10-1 illuStrhtes is the wide range of problems

caused by house barriers--from moving between rooms to grooming. The most

frequently cited were getting from door to street (4.6 4ceni), followed by

getting in or out of residence (45 percent), and moving from room to room (41

percent). After these problems, a number of others related tcicarrying out

the activities of daily living (e.g.,' homemaking, bathing) are closely bunched

together..

According to the survey results, 16 percent of the sample currently'has

difficulty in living in or getting around their residence beekuse of architec-

tural barriers such as stairs add narrow doorways. The reasons these barriers

have not been removed are listed in Table 10-2.
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Table 10-2

Reasons Why Barriers Were Not Removed, , VR Sample
1

Number of
ire

Reason Responses Percent 2/

Problem developed only recently 1 0.6

Cost of changeb too high 87 60.0

Agency refused to pay for changes 3 2.0

Do not know how or where to get help 11 7.0

Project (changes) too large 36 25.0

Haven't gotten around.to it 2 1.3

Problems are minor 14 9.7

Other 38 26.5

Don't know 1 , 0.6

1. For similar information on the CMRC population, see chapter on thatsurvey.
2. Percentage totals exceed 100 percent because clients may have cited more

than one reason.

Other reasons cited which are generally cost-related include "project or4hanges

are too large" (25 percent) and "agency refused to pay iOr changes" (2 percent).

Reasons-other than costs included lack of knowledge as how or where to get'

help (7 percent), and that the problem was minor (10 percent).-

Those individuals who reported moviig in order to escape from residential

barriers cited several types of facilities in the'new residence whiCh reduced

barriers.

Fac

Table 10-3

ities of New Residence Which Removed Barriers,
VR Sample.Who Moved toEscape criers k/

Facilities

Numher of
Responses Percent

Elevators
Ramps

.

13 13.9

11.8

On ground floor, no stairs ,71 76.0

Wider doorways 29 31.0

Needed appliances present
(washer, dryer, disposal, etc.) 16 '17.2

Other 24 25.8

t .

1. Percentage totals may exceed 100 percent because clients' resideves
may have removed more than one barrigr..

4'
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As Table 10-3 indicates, 76 percent of those who moved had a new living

arrangement which was witholit stairs or on the ground floor of their new home.

This factor was far and away the leading variable. The next most frequent

single factor cited was wiaereadoorway)(31 percent), followed by appliances

(17 percent) and elevators (14 percent).

Our survey of providers of rehabilitation services asked that sample to

indicate the extent of their agreement that certain services would effectively

A
assist the, severely handicapped in a rehabilitation for independent living

program. Almost all of these provide s/ (96 percent) agreed that home modifi-

cations would be important. However, only 5 percent of such respondents were

actually engaged in providing home modification services. In the same survey,

89 .percent of the rehabilitation providers agreed that "laCk of barrier-free

housing" was a significant problem for the severely handicapped. Only two

other problems on the list of potential impediments were aged to by a higher 4

percentage of providers. Interestingly, both of those were also barrier prob-

lemS--"lack of barrier-free employment settings" (9=0 percent) and "lack of us-

able transportation" (93 percent).

Standards-to Eliminate Barriers

In 1958, an ad hoc group of the President: Committee on Employment of

the Handicapped (PCEH), with the help of the Veterans Administration, drafted

a guide on facilities needed to enable the handicapped to enter and- use public

buildings. The dW. Department of Labor printed this guide and

sent copies to all State employment agencies. A year later a special Committee

of the American National-Standards Institute (ANSI), sponsored by the PCEH and

the National Easter Seal Society for Crippled' Children and Adults, called a

national conference of professions, trade associations, and other organizations

concerned with the problem to meet with the Federal Government.
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As an outcome of this conference and research at the University of Illinois

ANSI in 1961 published Making Buildings and Facilities Accessible to and Usable

SI he Physically Handicapped.4 This standard specifies the minimum requir nts

and working details for features such as walkways, parking spaces, ramps, stairs,

floor surfacing, mirrors, water fountains, public telephones, control identifica-

tion, and warning signals.
5

ft

According to a report by the National Commission on Architectural Barriers

to Rehabilitation of the Handicapped (NCAB) to the Secretary of Health,. Education

an

t

Welfare in 1967, "...the Commission, in "Damon with other authorities who have

studied and used the standards, has found that compliance with the standards is

neither excessively demanding nor costly.
"6

NQ

According to the NCAB, as of 1967 "...44 States have taken some kind of for-

mal or legal action requiring that public buildings (and in a few cases private

ones as well) be made accessible to the whole public. Action to eliminate archi-

tectural barriers is also reported by 95 cities with population of 50,000 and over

and by 42 metropolitan counties.
u7

A 1967 study of architects revealed that 60 percent werelfamiliar with the

term "architectural barriers," 65 percent were not familiar with ANSI specifications,

4. American National Standards Institute, American National Standad Speci-

fications to Make Buildings and Facilities Accessible to and Usable by the Physi7

cally Handicapped (New York: The Institute, 1961).

5. A broad updated review on the subject of removing architectural

barriers, including 40 selected bibliographies, is one prepared by R. Lauder,

The/Goal is Mobility (MEW, 15169). The Department of Housing and Urban Develop-

ment also has studied the subject and provided guidelines using many of the

same criteria as the ANSI for design of barrier-free housing and rehabilitation

facilities. For example, Housing for the Physically Impaired: A Guide for

Planning and Design, (DHUD, 1968); and T. K. FitzPatrick, Selected Rehabilitation

Facilities in the United States, (DREW, 1971).

6. Design for All Americans, a report of the National Commission on Arch4-

tectural Barriers to Rehabilitation of the Handicapped (THEW, 1968), p.9.

7. Ibid., p. 5dp re 5.
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and 66 percent were not aware of the legal requirements of their State and

local governments tip provide accessibilityto the handicapped.
8

As of 067, 3 percent of 278 cities and 4 percent of 124 counties sur-

veyed in the United States had adopted or developed building codes to meet

the requirements for a barrier-free environment.
9

"The NCAB found that even at the Federal level, where requirements are

specified and construction grants for making buildings accessible for all

people exist, "...new buildings continue to be constructed with unnecessary

barriers, and too many renovations of existing buildings leave many barriers

untouched." Out of 5,000 buildings owned by the Federal Government, only 7I. -

were free of barriers in the period January 1966 to June1967.
10

Laws Against Barriers

Even though, as of 1967, almost all States had passed laws or taken offi-

cial arion with respect to removal of barriers, the Commission found their.

action to be "both vague and weak."' Only six States specified what they meant

by accessibility, and only nine had enforcement provisions. In three States

the laid applied only to State-owned buildings, and in almost all cases the

law applied only to new publicly owned structures. Only in three States did
i

the law apply to those privately constructed.11

Public Law 90-480, the Architectural Barriers Act of 1968, requires that

all Federal structures as well as thoselfinancially assisted with Federal funds

be made accessible to tie handicapped. The law also stipulates that when public

s s ructures undergo extensive alteKations, the elimination of barriers shall

8. Ibid., p. 40.

9. Ibid.
10. Ibid., p. 9.

11. Ibid., p. 9.
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be included as part of the work. Amon& the barriers to be modified are stairs,

elevator buttons, narrow doorways, revolving doors, inadequate.restroom facili-
.etr

ties, and location of telephones and water fountains.

The provisions of P.L. 90-480 as amended by P.L. 91-205, appear to be

weakly enforced partly because some of its language permits large loopholes.

In addition, the law is primarily relevant to Federal buildings, while the

bulk of public buildings are State and local structures. However, it is now
*

generally recognized that the biggest problem area with respect te architectural

barrier laws is that of compliance.

Section 502 of the Rehabilitation Act of 1973 created the Architectural and

Transportation Barriers Compliance Board. A major purpose of the BoarA is to

ensure compliance with Public Laws mandating accessibility and usability of the

man-made environment by the handicapped and elderly. Many of the handicapped

look to the Board with great expectation that its potential for enforcement of

compliance requirements will be fulfilled. AB of this writing it is difficult

0

to measure the impact of the Board' in preventing barriers, given its lack of

sanctioning authority, and funding and staff limitations.

In the early 19608, HEW funded two surveys to determine the degree to which

public buildings are accessible and usable. The first project was undertaken

by the Minnesota Society for Crippled Children and Adults, which surveyed 483

public buildings of a number of types to ascertain the incidence of various kinds

of architectural barriers. The National Society then applied for and received

a grant to conduct a similar survey on a
4
national-scale, which ultimately covered

5,010 buildings falling into 14 categories.
12

The Minnesota study concludes'

12. Governmental, office, industrial, restaurant, travel facility, mer-

chandising, service, hcitel and motel, apartment, religious, educational, health

and medicine cultural, and recreational and sports.

603
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that architectural, barriers are so self-evident that statistical documentation

of ale problem is. for the most part superfluous.4

To our knowledge there has only been one study in which recently constructed

buildings were actually surveyed to determine how well they complied with appli-

cable architectural barrier laws. This study, titled Accessibility -- The Law

and The Reality,
14 was conducted as a joint venture by the Easter Seal Society

for Crippled Children and Adults of Iowa, the Iowa Governor's Committee on i

Employment, and the Iowa Chapter of the American Institute of Architects.

Teams consisting of an architect, a person in a wheelchair, and a recorder

surveyed 34- buildings. built since 1968 which were financed at least in part

with Federal funds and thus were covered by the provisions of P.L. 90-480.

The survey found that while some of the standards (such as the one setting

minimum doon.widths) were virtually always complied with, there was a substantial

degree ofj noncompliance with others; more than a third of the buildings surveyed

did not have accessible drinking fountains, for example. In Summary, "although

there have been great improvements made as a result of the law, too many defi-

ciencies were noted to judge the majority of projects built under the law fully

accessible."
15

Need to Improve Standards

The Iowa study found that the fact that many of the buildings surveyed

were not fully accessible was due not otly to noncompliance with the standards

of accessibility but.also to inadequacies in the ANSI standards themselves

13. A survey is now being conducted by the Center for Handicapped Children

and the Public Interest Research Group in the District of Columbia to determine

which public buildings may present architectural barriers to handicapped visitors

during the Bicentennial events of 1976.,

14. Accessibility--The Law and the Reality (The Easter Seal Society for

Crippled Children and Adults of Iowa, Inc., The Iowa Governor's Committee on

Employment, and The Iona Chapter of the American Institute of Architects, 1974).

15. Ibid., p. 15.
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r

The Federal standards under discussion are virtually identical to the American

National Standards Specifications for Making Buildings and Facilities Accessible

. to, and Ulable bey, the Physically Handicapped, so this finding is'of profound

significance in view of the enormous 4eight.given to these specifications in

the architectural barrier field. Some of the omissions and deficiencies reported

in the Iowa study are the following:

- The section on doors does not seta limit on the force
required to open a door ('the phra e "operable by a single
effort" is used, but what this means is unclear), nor does
it set minimums for clearances between doors that are in
series, as in t entrance to a restroom.

- The standards relating to elevators are vague and ambigu-
ous; minimum plaeform dimensions are not set forth (except

perhaps inferentially); and no mention is made of the

location of controls.

- ,The toilet room specifications are inadequate in several

respects.

- No mention is made of measures to accommodate wheelchairs

in places of assembly.

- Discussion of wheelchair curb ramps is relegated to a

rather hard-to-understand footnote.

A more fundamental criticism is leveled at the American Standard Specifi-

cations by Selwyn Goldsmith, who contends that they are oriented primarily

to the needs of independent wheelchair users, sometimes to the disadvantage

of those who need assistance. He suggests that this is related to the fact

that independent wheelchair users are more likely to be able to'contribute

materially to society.

What appears called for, however, is a thorough reevaluation and revision

of the American Standard Specifications. Such a project, funded by the Department

of Housing and Urban Development, is presently under way at Syracuse University

under the direction of Dr. Edward Steinfeld.

O
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Costs of,Removing Barriers

While there may be some question as to the need for further evidence of the

extent of the architecturcal barrier problem, there can be little doubt of the

need for information about the costsof remedying die problem, particularly in

view of the widespread misconception that the elimination of architectural

barriers adds substantially to a building's cost. One of the few sources of

such information is an unpublished report, "Preparing Higher Education

Facilities for Handicapped Students,ul ()which gives is an account of the estab-
/

lishment of the University of Missouri as a regional university facility for

the handicapped.

This process included the modification of administratiVe procedures.and.'

the establishment of several special services, but most relevant to our purpose

here is the Aegtion describing the comprehensive program of structural modifica-
,\

tions undertaken to make the campus and its buildings accessible.0- Many of

these modifications--including curb cuts, ramps, elevators, and modifications

of doorways, restrooms, and drinking fountains--are discussed in detail, with

cost figures given. With few)exceptiods,
17
.the cost of these modifications is

shown to be comparatively insignificant.

AB we shall discuss in detail in the chapter reporting results ofthe

survey of rehabilitation service providers, some agencies already are offering

services to assist individuals with correctives to barriers in their homes

and in their work place. The Massachusetts State VR agency is also performing

in an advocacy role in working with housing authorities and has supported State

legislation for barrier free housing. The agency is represented on the State

16. Produced under a grant from the U.S. Office of Education.

17. The exceptions were situations necessitating substantial changes in
levels, and thus requiting an elevator or a very long ramp, either of which- -

an elevator especially--entails considerable expense.
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Architectural Barriers Board and seeks Vo strengthen enforcement for all new

construction. Through its own requirement that any facility leased by VR or

utilizing VR funds must be barrier-free, some further gains are made. It is

largely undocumented, but there are stories of VR agencies in buildings inacces-

sible to those in wheelchairs.

It would be of help to many severely disabled individuals to. have a local

program giving information on how modifications could be made and on types

of devices which assist in performing various household functions. Such a

program could include assistance in finding barrier-free housing. Since the

J
bulk of the costs of architectural modifications is now absorbed by individuals

or famililies, many in the low income brackets, some sort of financial assistance

should also be considered.

On the broader level, greater enforcement of existing standards for a

barrier free environmenyould do much to assist the most severely handiCapped.

Without accessible homes, offices, and public buildings and Areas, the probabil-

ity of entry to the programs of rehabilitation envisioned in Section 130 will

2



Chapter 11

GEOGRAPHIC, MOBILITY OF THE HANDICAPPED

Geographic mobility, the ability to move one's place of residence to sOme-

where beyond a given labor market, is often necessary to gain access to special-

JAed jobs and educational opportunities, to escape labor surplus areas, to

move along the career ladders of large organizations, or to meet a variety

of personal and family needs: Inability to move, especially at the age of

career development and family formation, can-drastically restrict one's life

opportunities: Thus there is an increasing recognition of the social value of

relocation assistance. The United States is now the only major Western nation

that does not use some form of relocation assistance 'to alleviate regional

unemployment.1

Many individuals who are most severely handicapped have additional reasons

to move. They may require or might benefit from. conditions which exist in

0

only a few locations, such as special medical,'therapeutic, or educational

services,,sheltered workshops, and jobs or schools suited to their individual

qualifications and disabilities. They may seek a supportive social situation

and a safer, more accessible physical environment with such aids to independent

(

living as are being created by and for the physically handicapped in cities

such as Berkeley, California.

The success of such efforts has depended in part upon the relocation of

handicapped people into the jea, spontaneously or with the assistance of univer-

sity services and private organizations. 'Success also requires building a criti-

cal mass to support the emergence of leadership, the demonstration of new approach-

es, and the building of public acceptance of the severely handicapped in daily

life.

1. _Peter A. Morrison et al., Review of Federal Programs to Alleviate

Rural Derivation, RAND Publication No. R-1651-CF (RAND, 1974), p. 32.'
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Of the individuals in our survey of persons rejected by the VR program,

7.8,percent had moved to another area because of family assistance services avail-

able there, or because they felt they could live there more independently than

at home. The main reasons why these individuals moved are listed in Table 11-1.

Table 11-1

Reason for Moving, VR Sample

Reason Number Percent

Rehabilitation service more available 13 18.5
Transportation system more accessible 2 2.9
Subsidies and benefits better 2 2.9
Climate more suitable 5 7.1
Jobs more available 6 8.5
Family assistance available 24 34.3
Desire to be away from family 2 2.9'
Other 16 22.9

Total 70 100.0 -

As Table 1-1 indicates, the njor reason for moving, cited by a third of

the sample, was ssistance from family members, such a
ei
s parents,, adult children,

and other relatives. Another principal reason, cited by nearly one-fifth of

the sample, was the availability of rehabilitation services. A number of other

reasons are closely bunched at the lower end, of the spectrum.

Sampled individuals who had not moved were also asked whether they could

deal more.effectively with their handicap in some other geographic location.

To that question, 13.2 percent' responded affirmately. The major benefit they

anticipated was a more suitable climate (e.g.., one easing their disability),

and better transportation and rehabilitation se vices. Although they realized'

the benefits they would gain from such a move, t ey had not moved for-a variety

of reasons, which can be found in Table 131-2.

tiO
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Table 11-2

Reasons for Not Moving, VR Sample .

Reason Number Percent

Needed physical assistance to relocate 1 .8

Cost of ,moving too high 46 36.8

Cost of living too high 'in new location 14 11.2

-Too difficult to make arrangements for moving, jobs, etc.-. . 12. 9.6

Don't know people in new lobation 6 4.8

Good job in peisent location .. 3 2.4

Other 41 32.8

Don't know A \, .. 2 .. 1.6

TOTAL 125 100.0

The most frequently mentioned reason for not moving, cited by more than
0,

a third of those who would likdoto" move, wasthe cost involved.' Other important

reasons frequently cited were, the cost of liVing in the new area (11.2'percent)

and difficblty in making housing'and job arrangements (9.6 percentl.

One probabi

be to incrtise their.o pumber in few densely populated areas. Such relocation

could permit economies of scale in providing. services to groups of the handi-

Capped. Theo tlEally, the unit costs of urbdiil services are expected to rise

at very small scales of operation, where the minimum viable facilities and

staff are not fully utilized; and at very large Scales, where internal coordina-

tion becomes more costly. Most empirical studies have confirmed the existence

of diseconomies at very small scale, the minimum efficient size varying widely

ult of incr ased mobility by the severely "handicapped would

by type of service,,but some halie found nearly constant costs in the higher
ca

10
scale services.

2 "

Another kind of scale econom y must also be considered in cases of this

-kind: the economies are related to the size and'complexity of the city or

2. Wernef Z. Hirsch, "The Supply of Urban. Public Servites," in Harvey S.
Perloff'and Lowden Wingo, Jr Issues in Urban' Economics (Johns Hopkins, Press,

1968), pp. 477-525. ,

'2 7 5
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metropolitan area in which the service operates. Berkeley's Center for Indepen-

dent Living (CIL)
3 for example, which operates as a sheltered workshop and

referral center in the San Francisco-Oakland metropolitan area, benefits strongly

from the existence'of uch services as Neighborhood Legal Assistance, the manufac-

ture, sales, and repair of Orthopedic supplies, a pool of potential attendants

and readers, a university, and the-regional headquarters of various agencies and

service organizations where client requests are presented.

In a/gialler or, regionally less significant metroliolitan'area, many of these

features would have to be'provided internally at considerable cost or would

simply be unavailable. The availability of these types of external economies is

reasonably well assured in the Nation's six metropolitan areas with 3 million or

more population (the size of the San Francisco-Oakland area in which CIL is

located), plus a half dozer or so which, are somewhat smaller liutregionally

important enough to support such organizations with some nonlocal assistance.

'Only 25 percent of the noninetitutional disabled population aged 16-64

live in these six areas at present, slightly less than the areas' share of

total population.
4 It might well prove possible-4o provide similar services

economically in smaller areas, but we have no evidence,one way or the other.

Mobility of the Severely Handicapped

Relatively Tittle is known about.the specific patterns of mobility behavior

of the severely handicapped, although it can be inferred from our survey that

3. The center for Independent Living (CIL) in Berkeley, California presently
operates at a lev4k of about $300,000 per year, serving about 1,000 clients out
of an'estimate 30,000 disabled or blind in its target area; GIL has limited its
target area to a compact area containing only about one-tenth of the Bay Area;
population, because of'its desire to retain close personal contacts and user

control of its services"(The Independent, 2:1, p.3). CIL is laige.enough.to

support a number of specialties.
4% Transportation System Center, The Handicapped Elderly Market for Urban

Mar Transit: Technical Report, report to the U.S. Department'of Transportation
Urban Ms Transit Administration (1973), p. 23.

a
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their residential Mobility is considerably less than that of the general popula-

tion. Low mobility may be inferred, alpriori, from the deterrents to mobility

. inhernt in their demographic characteristics and particular handicaps.
x.

GeOgraphic mobility is "very unevenly distributed in the general Ameilcan

population. The 1-year rate of migration* between counties stays between 6-1/2

and 7 percent of, the total population year after year, but age-specific'rates

peak sharply (near 20 percent at.age 22), with small rises in early thildhood

and at\retirement age. The well-educated, the affluent, anethose with few

or no family ties are much more mobile than others.
5

Individuals who are severely handicapped by virtue of also being typically

old, poor, and depentlent'are predisposed to low average mobility. Also, the

handicapped persons interviewed stressed the hamebOund lives led by most of

t4 severely handicapped and-the many'social and physical deterrents.to reloca-

tion the have faced.

Some information on the mobility of the disabled has been gained from a

related study by The Urban Institute concerning the outmigration
6
of heads of

a

families containing disabled individ s aged 4.8 to 64.7 Of his population,

5.1 percent of the heads of families containing- disabled individuals outmigrated,

as opposed to an 8.4 percent rate for the general population of family heads.

Other findings from the.study indicated that the probability that the head of a

,family with-,a disabled member will migrate decreases as his age increases; that

1

5. Edgar Rust, Metropolitan Areas Without Growth, a report to the U.l S.

Dept. of Health, Education, and Welfare, Population Research Center (DREW, 1974).

6. Out:Migration refers to the gross geographic movement out of specific/

States. An "outmigr t" from a State is a person who resided in that State in
1965 and in a diffe ent State in 1970.

7. Not all in ividuals in the study were fgmily members. Those who were

not -- unrelated individuals or individuals in group quarters--were considere to

b amily heads even though the family consisted-..of only one person. The disc led

pulation in this study consist6dof persons who r ported a partial or complete

rk disability and who had been disabled for e years.
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women are less likely to migrate than m0h; and that blacks are less likelysto

migrate than nonblacks. In addition, it was found that the probability of

outmigration increases with the educational level of the family head,, most

dramatically when the head has .completed some poet-graduate education. Other

findings indicated that those who own their own homes are less likely to

outmigrate than nonowners with the same sociodemographic characteristics.

The presence of school-aged children was-found to be negatively.aSsociated

with outmigration. Also, At was found that being in the most highly skilled

occupations had a positive effect on outmigratlon and that those who were

self-employed were less likely to migrate than those Oho were not.

The foregoing observations imply that any efforts to enhance the mobility

of the most severely handicapped are likely to appeal most to certain sAgroups: vm

the better educateespecially those in their early twenties and those tTithout

(or willing to leave) family ties, those of retirement age with substantial

assets o pensions, and young children who are themselves severely handicapped

or ar dependents of handicapped persons. These subgroups are the ones who

would be most likely to,move spontaneously if they were not handicapped.
8

If' the severely handicapped of each age group were to move, at the average

rate for that age, about 266,000 or roughly 2.6 percent of the noninstitutional-

Ir
ized severely disabled would move between counties each year.

9
The present

'8. Rust, Metropolitan Areas.
9. Age-specific mobility rates estimated by Lang (Larry H. Long, "New

Estimates of Migration: Expectancies in the United States," Journal of American'
Statistics Association, March 1973) were applied to the age distribution of the
noninstitutional severely disabled as estimated by Lawrence D. Haber. and Philip
Frohlich, The Severely Disabled in the Institutionalized and Noninstitutionalized
Population, 1966; Report Na. 14, Social Security Survey of the Disabled: 19'66

(DHEW, 1970). Haber and Frohlich provided data only for persons aged 18-64.
Estimates of the severely difabled population 17 and under (100,000) and 65 and
over (3.million) are from Todd H. Everett and Frederick Collignon, Cost and Policy

Considerions in Improving the Capacity for Independent Living of the Most
Severely Handicapped (Berkeley Planning Associates, 1975), Table A, p. 5.
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mobility of the severely handicapped is not likely to exceed half that rate.
10

Thug, the potential for additional migration resulting from mobility norms

'will be on the order of 1.3 percent of the target handicapped popglation in

the.area, or 133,000 per year nationally.

Relocation Assiditance

Hansen has reviewed the experience of relocation assistance programs.
11

One of the more relevant programs for the severely handicapped Was operated

by the Travelers Aid Assoniation, a private organization which provided, on

a contract basis, counseling and screening services to some of the Manpower

Development and Training Act (MDTA) projects of the U.S. Department of Labor.

Hansen found that hiring interviews by recruiters from private firms at

destination were the most effective inducement to move. He states, however,

that the following additional services were needed:

prelocation counseling

assistance in obtaining housing

-- orientation at destination

-- health aid

-- financial counseling

-- help in obtaining transportation, clothing, furniture,

-- help in preparing. applications for employment, school, public assist-.

ance, etc.
0

Hansen contrasted the American MDTA "demonstrations" with the extensive

labor relocation program in Sweden, which provides for the following:-

-- travel and moving expense.,and packing

10. Analysis of special Census, tabulations of 1965-1970 migration of
handicapped persons, when availAble, may considerably refine these estimates.

11. Wiles B. Hansen, Urban and Regional Dimensions'of Manpower Policy
(U.S. Department of Labor, ManpowerAdministration, 1969); pp: 398-424.

9
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-- family allowances

- - starting allowances
ts

-- second household cost

262

ogi

special'payments for leaving lagging region

- - aid to visit destination area, and job and housing, return for family.

A most striking feature of prior programs has been their political unpop-
.

uLarity. MDTA funded a number of "experimental" relocation assistance programs

for unemployed workers in 18 States during the period 1965-67, none of which

were funded again. As Mangum points out, legislators have been exceedingly

"reluctant to authorize public spending to move their constituents-to other
0

districts," and responses of the sending communities, employers, and even Com-

munity Action Program agencies were downright hostile.
12

Services to Assist in Relocation

Many of these observations from prior experiences of other groups and

programs apply to the severely handicapped who are Potentially mobile. Like

other potential movers, they are unlikely to be aware of many potential destina-

tions, and having learned of one that is satisfactory, most may be uninterested

in further search. Information is likely to be sought from credible firsthand

sources rather than from publis material. Prearrangement of a job or other

income source will be important.' Their special disabilities may prevent them

from driving as personal car, which will be a substantial barrier both to explor-

e

ing possi1le destinations and executing the move unless special assistance

can be arranged. Short moves will probably be the most numerous.

In making.a major geographic relocation, severely handicapped persons

may require assistance in order to:

12. Garth L. Mangum, "Moving Workers to Jobs: An Evaluation of the Worker
Mobility Demonstration Program," Poverty wind Human Resources Abstracts, Trend_
Supplement, December, 1969, p. 12:

2d0
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1. Learn of one or more possible destinations.

1

2. Gather the fallowing general infolmation on the destination and establish

feasibility:

-- sources of income

suitable housing

- - attendant, guide, or interpreter services

- - medical and health services

- 7 equipment supply and maintenance

- - specific friends

- - other people with similai handicap

community acceptance of the handicapped

- - advocacy organizations

- - recreation

- - local mobility (see transportation chapter)

-- climate

3. Make one or more exploratory visis..

4. Gather the following information on the moving process:

disposal vf present housing if owned or leased
O

transportation o, belongings

access to terminals and transfer between modes of travel (physical

or operational barriers may exist)

acceptance by carriers (some are,r0Actant to transport the

severely handicapped)

length of trip, physical comfort

services en-route if needed

-- provision for emergency care

-- schedule

Coat c!,

Zal

04,



lt

264

5. Arrange financing and make specific arrangements for the move (disposing

of present housing, acquiying new housing, travel reservations, etc.).

Note that in many cases attendants, emergency care, an housing abso-

lutely must be arranged in advance of move.

6. ExeCute move (attendant, guide or interpreter may be needed en route),

7. Obtain orientation in new area. (In many cases help wilt be needed
for physical pathfinding, establishing sources of dy needs, and

making social contacts.0

8. Furnish and equip new residence.

Costs of Providing Relocation Assistance

A model could be designed to provide information on possible destinatihns,

the - moving process, financing and moving arrangements, and other aspects of

settling in the new area. Locating such a service in a rehabilitation agency

would essentially add some, staff costs for dissemination and collection of

,Litga,,,11443,46,..11 State agencies were the focus of theag services, interstate

exchange of data could, be arranged. Depending-on the scope of information

collected and demand for use, such a model might cost from $2 to 5 million.

A direct service model could operate where there are a large number of

the severely handicapped who would like to relocate or where there is a capac-

ity to provide the wide variety of services desired by these individuals.

A hypothetical program would consist of a staff of four to six individuals.

The program would be designed to handle several thousand inquiries for relo-

cation, of which 1,000 households would eventually move to the new destination.

-7
Flexible ccilmbinations of the following services would be offered, depending

upon the specific needs and capabilities of individual users:

1. Counseling prospective movers in selecting destination areas, esti-

mating moving costs, etc. (travel agency type of services).

2. Assisting in prearrangements as needed:
sources, housing transactions, medical
ants, guides, interpreters, sources of
referrals to sources of aid.

282

jobs or other income
and health services, attend-
special equipment, drugs,



a

. 265

3. Exploratory visits to narby potential destination areas (in groups
where possible; user wouild provide own meals and 20 percent of fare).

4. Moving allowances for 50 percent of direct costs, such as fares or

moving van.

5. Provision as needed of attendant, guide, on interpreter en route,

and for emergency medical arrangements.

6. Advocacy of clients' interests with carriers and regulatory agencies.

7. Services after move: assistance as needed in orientation and establish-
/

ing daily routine.

8. Followup: evaluation of success of relocation or reasons for failure,

return, or dropout; identification of difficulties; economic, geo-

graphical, and/demographic analysis of demand patterns; revision of

services
a
proYided.

The annual cost of a program with an administrator, three counseling staff, two

clerks oving costs, attendant care, overhead, and the like would run about

$q00,00

These costs are comparable with other relocation programs. Mangum
13 gives

an average total cost of $700 to $800 per relocation for the 3,800 workers

moved under MDTA in 1967. About half was for relocation allowances and half
r-

for counseling and administration. The Minneapolis experiment with 80 "hardcore"

unemployed achieved 46 stable relocations at a cost of $127,478, or $2,771

per relocatee, although some benefits also went to the 34 nonmovers.
14

If half the estimated number of severely handicapped needing relocation

assistance needed direct services as well as information, the above program could

serve an area of about 3 million people. On the same assumption, a nat'iorlal

program Would handle about 67,000 cases per year at a cost of $46 million.

. 13. Ibid., p. 14.

14. Jack L. Nichols and ey Abrams, The Relocation of the Hard Core

chUnempled (Minneapolis Rehabilitation Center,,1968).

2o3
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Policy Options

One method of improvitIA the geographic mobility of the most severely handi-

capped would be to establish major pilot projects incorporating both information

and direct services. Such projects would contribute in the following ways

to any long-term mobility strategy subsequently adopted:.

1. They would generate information on patterns of demand, including the

aggregate density of response from a pilot area, and the composition

of demands for different kinds of services by different users.

2. They would permit the working out of cost-effective methods and pro-

cedures suitable for replication and the elimination of costly or

unacceptable features.

3. They would generate more accurate Cost data.

4. They would generate a trained, experienced group of potential program

administrators.

Another option is to extend tsearch into the actual mobility patterns

and mobility needs of the severely handrapped. Also needed is a geographic j

__analysis of the accessibility of present and projected services to the national
0

severely handicapped population. Finally, survey information on mobility and

locationAl preferences of the handicapped is needed. This information, when

combined with ongoing experience -of ehe pi1ot program, should provide material

for a reasonable legislative debate.

1
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Chap'er 12

TRANSP )RTATION

As our survey data have shown dranatically, transportation is a vital

element in the independence of the severely handilapped. ability of most

severely handicapped persons to get medical care, rehabilitation L-d other

services, education, employment, and recreation depends upon their bLlity

to get from their homes to other places. When, because of,their ow-. limitations

or obstacles in the transportation environment, they cannot leach those places,

their potential for improved functioning, is reduced or eliminated. AccAss

to the public transportation systems far- those severely handicapped who are

mobile has long been,tienied, more itecause of the nature of those systems than

to the nature of the - individual's handicap. Congress recognized the need to

improve the mobility of those with limitations when it enacted the Urban Mass

Transportation Act, which stated'that "...handicapped persons have the same

right as other persons to utilize mass transportation facilities and services..."

The transportation problems facing the severely handicapped are exten-

sive, and many remedies go beyond the confines of an individual-oriented
p

service program such as vocational tehabilitation. &it because this is one

of the basic problem areas, we feel it is important to describe it in some

depth anddiscusa some remedies; even though they may be outside the scope

of VR. We will then point out what VR can do.

Definition of Problem

There are several dimensions to defining the transportation needs of the

handicapped. the firs,: is the mobility of .,the individua ith respect to being

able to move about anywhere. If he or she is mobile enough to leave home,

the problem then becomes one

The last dimension of the p

a round trip.

a

acckesibility to transportation facAlities.

is the.ability to negotiate a system for-,

2 6 5
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Persons restricted to bed or wheelchair often have no capacity for

.transportation in the usual sense, other than by ambulance. At one time many

persona' were in this category. Technological developments that made wheelchairs

lighterand more easily operated, followed by the invention of the electric

wheelchair, have begun to alter this situation radically. These breakthroughs

have changed the nature of who is homebound and has led to new problems of

transportation. However, such everyday items as curbs and stairs still are

humiliating and often insurmountable obstacles for people in wheelchairs.

Because of physical strength and stamina requirements, persons who use

manual wheelchairs are usually limited td,short distance travel. Power wheel-

chairs, while more expensive and requiring more maintenance, can be Wiled for

travel of up to several miles. So far as we can estimate, less than 10 percent

of the persons using wheelchairs use the powered type. Individuals in manual

wheelchairs include people who have no use of their lower extremities, as well
0

as the elderly and others who could use walkers or leg braces but have elected

6

to use wheelchairs because of the lower physical demands, greater functionally

utility, and higher comfort.

With the growing number of severely impaired persons. now able to leave

their homes, the pressure of such barriers as steps to transitietations, gaps

between vehicle and platform, narrow doors, and the like have become serious.

When there were few persons out in wheelchairs there were,in,effect, few
,,

611.)

problems. Many persons in manual chairs can tr sfer to an automobile- -say,

a taxic011apse the chair and get about, albeit at greater expense than if

the local bus were accessible. Persons in power chairs cannot be transported

by car or taxi, but only by vans. The price of the power ct/lair is high, often

two or three thousand dollars, and is rarely paid for by VA, Medicaid, or any

other public program.
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As more severely impaired persons get jobs and succeed, they must trave:.

distances. Bus or air lines which refusepto let such persons ride unless

attended c4se problems of cost and incqgvenience. Thus, the nature of the

transportation handicap lies in the interaction between the individual and

his transportation opportunity. The flat sprawl of Southern California presents

quite different transportation requirements for, say, a person with hemiparesis

than do the hills of San Francisco or the snow-covered streets of Duluth, even

with the disalility held constant. Individuals' income, the availabil-

ity of friends and family members, and relationship to various social programs

which proVide transportation as part of their services_ largely determine the

degree to which transportation is a problem.

It is important too to point out that, for the severely handicapped, trans-

portation is a 'problem not just for the concept of a "trip".out of town or

across town. sIt'is also a problem in terms that the able-bodied do not even
7

consider--how to ge to the corner grocery, and if there, how to get through

the narrow aisles, and if through the aisles, how to get home with the bag.

Oftetwonders, too, why we still hail as an innovation the news that some

project/ or locality has figured out A way to get 'services to the impaired rather

than getting the impaired to the services. For the most part, our history of

service provision has been sedentary. The providers (with some exceptions,of

course) sit in some building waiting for the citizens to come to them. Often,

due to.shiftin residential patterns, movement of the organizations themselves7_2

or other comm uni y changes, the services and the potentia0. service users are

not in proximity.

w /

Thua, the problems of connecting the provider and the demander exist.

There are three logical alternatives: to get the client tohe service, or

the service to the client, or to meet at some third place. The problem of

I
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connecting the two is usually thought of as more acute in rural areas, but

'anyone who has tried to negotiate the public transit systems of Most suburbs

and central cities will not underestimate the seriousness of the problems of

these systems as well. If getting to seroxices is difficult for the able-bodied,

it is far more serious for the impaired.

Specific Problems

Any discussion of transportation problems of the severely handicapped

must include an understanding of how the problems vary by type of handicapping

condition. For example, there are certain physical functioning requirements for

some basic transportation functions. Inability to perform these requirements

because of a disability make for some sort of transportation problem, as indi-

cated in the following\chart:

Functional requirement

Walk more than one block

Sit down, get up

.Stoop, kneel, crouch

h, handle

Mov& in crowds

Identify visual and audio cues

Wait standing

288

Transportation problem
if unable to perform

Long walk from entrance to
boarding platform

Sit/rise from seat invehicle

Retrieve dropped fare, pick up
packages

Buy fare, operate turnstile
mechanism, hold overhead grip,
use exit turnstile

Crowded platform and vehicles
conditions

Read direction signs, Bee arriv-
lng train,,locate platform edge,
'hear apnounceents and warnings

Wait on platform, stand in ticket
line
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psychological as well as physical factors affect transit use by handicapped

persons. According to a study. by Abt Associates, Inc., cent of the handi-

capped are suffidiently fearful or embarrassed by crowds to avoid using public

transportation.
1 Other concerns are feelings about being segregated from the

nonhandicapped and fears of injury, of assault,:or of getting lost. These

factors interrelate with other changeable factors. For example, smooth and

physicale accessible passenger flow systems ma; decrease the threat and the

fear of unpleasant crowd experience.

Income/is another important determinant of transportation use among the
P j

handicapped, as it is with the general population. Income data indicate that

at lower,levels of income the handicapped travel less frequently. Beyond con-

(

sideration f the cost of any particular. transportation mode is the issue of
0

the portion of the family or individual budget which goes to transportation.

A pivotal question is whether handicapped individiials below acertain income,

wheh given increased purchasing power, will. purchase transportation and, if sli;

-.howon more trilis,-or trips by different, more convenient, oi more expensive

modes?

Lastly, the peform'ance of the transportation system is Oil important de-

terminant of the extent.of ite utilization by the handicapped A rich liter-

ature exists on the importance of v ous factgrs affecting tlinsportation use

by the general public.2 The most important factors include: 44ability,
tv

L. Abt Associates, Inc., Travel Barriers, Traneportati*Needs ofithe
UandijEapped,.prepared for the U.S. Department of Tranaportati4(DOT, 1969),

p. 99.
--1

I

2. Edmund J.,Caq0411i, Programming Environmental ImprovemeGs in Public'
(,

Transportation (Lexington, Mass.: Lexington Books, 1974).

<It
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convenience, comfort, time, cost, fatigue, safety, and,

ther, , these factors. have ;been_ found to _shift in impqtrtan

the__purpose °bf tray eL is _work or en t rtaigment.
3-

Reliability includel the

to arrive at a destination on

Survey, the mentally disabled

primary improveqent which can

(

4

4 J.

enrie of freedom. Fqr-

e depending on .whether

4

1

ability to engage inia form of transportation and

schedule and without mebhanical failure. In one

hese.maintenan e as the.respondents advocated

e made for their transportation,
4

Ave ility

concerns where and when services are provided, distance to the bus, and sys-

tem adjustment to peak hours. Dial-a-ride systems often operate without arrang-

ti

ing specific peak times because elderly riders,da not like taking trips which

demand precise punctuality.
5

Comprehensivenest deals with the style of service:

door -to -door, std on- to- station, and transfers required. 'The time required to

4
engage and complete ranspo ation abt is an important factor, sare safety

of 'thecamfort. Fifty-three percen the National brban League han caged

sample responded that they would tple the bus more if there were shelters at

the buS atop. 6

0

SPECIFIC,PROBLEMS^OF PARTICULAR GROUPS.

It is important to understand the particular transportation problems of

different groups of-the transportation handicapped, since solutions to problems

faced by various groups will differ..

6i

J

3. G. A. Brunner, et al., User Determined Att i tes of Ideal Transports.-

tion Systems: An Empirical Study, (College Park,- .: University of Maryland,

1966). ,

4. Center for Ti-aasportatioO'Studies (CTS), Transportation for theiHanai-
.

cappaW(New Brunswick: Eagleton Institute of Politica, Rutgers University,
1969), V. 53..

5. Diogo Teixarra, An Analysis of MassAchusetts Council on Aging Dial- -
Rlde Systems, (Bdston:,Project Links, THEM, Inc., 1974).

6. National Urban League and Mark Battle and Associates,.Transpor-
tation for the Elderly and Handicapped, prepared for the U.S. Department of
TrOnsportation, T(DOT, 1973), p. 151.

A
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The physically handicapped--i.e., those people heelchairs and those

Using canes and other special equipment--face a seri s of architectutekand

attitudinal bartiera/thatMalte transpoltation_nn_ isting systems very_diffi-

;

AP

cult or impossible; Steps, narrow doorways, an inaccessible facilities and-

vehicles are all fSirlY well-known transporta ion problems. Significdnt but

less well kap4n problems include discrimin ory practiced by.insurance companies

w4 h regard to disabled drivers. Mani stances are reported of these driver

ing placed in an assigned risk cate ty (where they pay higher,rates) when

thee is no empirical evidence'that they are poorer risks In fact, the avail-
.

/ 7 ,

able
1
evidence ang sts the opposite. Considerabl press attention has focused

on discrimination bydairlines in refusing to fly disabled passengers without

a medical certificate or atendant. Somepisabled drivers report waits of 6
'

.

, .

- , \)

months or more before somh Vocational Rehabilitation agencies can complete

.

the work that will allow for the installation of hand control devices and/or

other special equi nt on their automobiles.

Other barrie s prevent peoplkowho are physically disabled from using transit

systema that a been thought to be well suited to their needs, such,Lis BART,

theBay Area pidTransieSystem in San PeanCisco. Problems that the handicap-

ped face qi'BART include: difficulties in using the telephones needed to gain

access yo the elevaiors at the stations; lack of secure, nut-of-the-way places

7
where /people in wheelchairs can wait; and gaps between the loading platforms

an4/passenger cars that can entrap a cane, crutch, oryheelchair tire.
8 These

#ituations are not as obvious as the presente of steps or narrow doors but

and 'Demonstration,
Vol. IV,

7. Research Utilization Branch,
Office of Research and Demdnstration,

Divi$ion of Research
SRS,iReseArch and Demonstration,

No. 8, (DREW, 1971). . ' 1 - - \
.

8. Hale Zukas, "Why Aren't the
prepared for BART, January 1974.

Disabled Using BART:
, -

An Analysis,v paper

1
1

1, ,
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9

can present as much difficulty to, many of the transportation-handicapped; The
,

t,. .

4
..

_ .
,

a -more subtle aspects of, transportation handicaps go beyond -the system- itself -.
.

.

ue reason -for-less-than-the---arrtidipa ell-use-of BART:-±arnat-BARt bier se, -trat-

the fact that thete are curbs a block away from a stop.

0 Attitudinal barriers 6ause"transportation handicaps for others besides

those ieith obvious disabilities. Some epileptics experiencing petit mal sei-

zures on buses and trains, for example, have, reported that they have been

treated with undergtanding by bus drivers and other transit personnel. For

those who have not received such treatmeq, however, riding mass transit

facilitie6 can cause emotional difficulties. It can also beexPensilie if the

epileptic is Lorded to leave the scene of the seizure in an ambulance and be

charged $50 for the trip.-

The deaf, blind, and mentally retarded constitute a large. ercentage of
,

the transportation handicapped, and each group has unique problems. The deaf

cannot hear arrival and departure announcements at airpels and train or bus

stations. The boarding of trains can absorbs a difficult process, for the deaf,

,

since there are often no signs directing ,people to the appropriate cars. PoeSible

solutions for this gtoup, then, include large and more numerous 'Video screens

at mass transit facilities giving current information on arrivals, departures,

4.
and delays.

4
The blind have almost the opposite problem in using mass-transit facilities.

The blind need frequent travel and departure announcements at each facility.

Blind passengers would benefit from announcements given during trips on buses

and trains identifying particular streets and stations. The blind a partially

.2. sighted waiting at.bus
cior

stop/ would also benefit from announcements from the

driver.giving route designation and destination. Route timetables in braille.

292
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4

,

-and -relielmamn.istatiens would
greatly

assist-thNblind is using mass transit'

4

The mentally
retarded have_special problems'in,using mans

transit facili-

ties: Complicated routes and
schedilles.Often are beyond eir comprehension

'

.
, .

In
i.,,,addition to

.

travel trainingt the retdrded- could use
color-c9ded bus id tifi-

. , ,

cation4aarkers and simplified: route schedules.,showing principal,
routes. - P

The -effects of
MO4ation ooptribute to the travel difficulties of some

.

, j .

.

handicapped personZs. For exao4Dle, patienta-receivir4 kidney dialysiOlso

to . .

,

take wedication which often has the side effect of making them dizzy. Although'

'their mobility may be rated as high, they cannot
drive'because of the"dizziness.

Furthermore, many cannot stand in line or any period of time. This' makes
A

use of public tranapOrtation. very difficult,
since most bus stops do not, haV.e

seating facilitiesiand.most buses do not have reserved seating arrangements.

This group, then,:may require special transportafiba arrangements,
such as

'dial-a-ride vans it taxis, that can reduce
their waiting time.

MODAL CHOICE-AND TRAVEL REQUIREMENTS

Available data on hotthe transportation
Ilandicappeg travel are limited.,

to those derived from several studies of relatively
stall samples in a few

areas of the countr .

9,10,11 These data indicate that 'the mode-choice decisions

of .the handicapped appear to be pore complicated than those of the nonhandi-
.

capped.
12 If they have ,access to an automobile as a driver or passenger, then

os

9. Abt Associates, Inc., Travel'Barriers.

10. Arthur D..4ittle, Inc., Employment,
Transportation and the Handi-.'

capped, prepared'for. the U.S. Dept. of H.E.W.,'(DHEW, 1968).

11. National Urban League,
Transportation for the Elderly and Handicapped.

12. Abt Associates,-Inc.,
Travel Barriers.

3
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1111110P
they prefer,i 4 ot, then they must make a-choice between more comfortabie:,/

-high-cost service and a.barrier-ridden low -cost mode. 'IUTUblic transit is

truly inaccessible, then the necessity of makingthe trip must be weighed against
a

its high cost by taxi, specialized van service, or ambulance.' .

)

'cv ,
The data also suggest that the handicapped, like the able-bodied, travel

primarily by-automobile. The' handicapped howrver, are much.more likely to

travel as passengers.

)The greAest-difference between handicapped and Aonhandicapped modal choices,
. .

as shown by the' studies, appears in the use ,of taxis. The handicapped in the

Abt study took-almost 14 percent of their tripe by taxi, while the nonhandicapped

took fewer than 2' percent by this mode. Although the handicapped are less able

.

.than other people to afford the use of taxirs, they are foun to trade off more

reasonable cost for a mode which accommodates their.phygic

. . The handicapped'atudLed by Arthur D. Little preferred for the work trip,
,

in order, walking, bus, regular auto, and a specially equipped auto.
14

The
)

handicapped ateboth more Willing than the general Population to use public

transportation (when accessible) and morePdependent on it. However, this may%
-.2

1 ..,

also be a ,f ction of their relatively lower income, making their. choices more--

like those 'of other pdor people. Moat studies did not control for this effect.

Data from the studies mentioned above indicate that there are significant

differences between the handicapped and'nonhandicapped in the purposes of travel.

.

For-example, the handicapped in the Abt study took an.average of .24 social
/

and recreational trips per Berson per day, compared with :67 f6ra sample of

13. Abt, Travel Barriers, p. 6.

14. A.D. Little, Employment Tranaportation, p. 27.

'
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nonhandicapped,drawn fram-thesame area. OiAy one7third a any worktrips-

were taken by the handicapped as b4the nonandicapped.

.the.NatiOnal Urbpn League study ranked shopping (26.7 percent, then\medicsl

(23.5 percent) trips as the major purposes of handicapped transit use. More

.

.

handicapped (16.3. percent) use the b 1y to gotd-work than de' elderly people
o

.

(6.7 percent). When asked where they nld travel if they were better able to

'use the bus, large differences froM present tehavior occurred in "to see friends"

15

(10.1 to 27.7 percent) and "visit family" J5'.0 to 18.4 'pe:)Cenf) .16

FINDINGS' OF-URBAN INSTITUTE SURVEY

A number of findings relating to transportation problems and patterns

resulted from our 1urvey of persons closed by VR for severity. The most signifi-

.

4
cant finding was that transportation was second only to Vocapional placement

in term-of perceived need. Transportation 1:irvice was indicated as- a peed

by 18.2ipercent,of the sample. This general needor transportation servic'eq

was consistent with the survey of our 1,000 providers of rehabilitation services

to the.handicapped, as well as with two other sections of the client'survey

related to services that individuals perceived they would need in order co-

go to school and work. The 'provider survey results indicated that 87 percent

of those sampled felt that the lack of affoidable transportation was a major

impediment to serving the severely handicapped. In particular, the lack of

affordable transportation was the moot frequently cited diffi ty in finding

job placements for those who were the most severely handicapped.

.A.I.Most.41 percent of the VR sample felt that they would need t aneporta-

tion services to go to'work, and 22.3 percent indicated they would need .

15. Abt, Travel Barriers, p. 5.

16. NUL, Transportation for the Elderly and Handicapped, p. 163.
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transportation in order to go.to school. Tiansportatiol services ranked first

in perceived service need to go'back to school, The-resultd indicated that -

-fat most thence- peopke -the were-not-reedfly

Besides these general findings of services needed, data were collected

on the types of transportation used as well as the frequency of use.
00 4

Table 12-1

Transportation Used by the Severely Handicapped, VR Sample
1

.

,.

Transportation
Type -

-'.

Total Used
% N

More
than Odce
a Week
% N

Once a
Week or
Less

% N ,,

Once a:
Month or
Less

% s, N

.

Don'" Know
%

I

Walk .

Wheelchair . .

Drive Self-
Regular Auto

42.1
10.7

41.8

,. 374
95

372

32.6
5.3

33.3

.290
47

.

296

6:7 60

2.6 23

5.7. 1 51 ..

2.6
2.5"

2.2

'23

22

20

.22

.22

.6,

,

Adapted Auto
Motorized Vehiiple

for-Disabled

.

24

0.4

27

' 4

22
.

0.2

25

2
...

,

-- -

,

0.2 2

--

.--

Relative or
Friend Drives . 59.7 531

.

29.2 260 17.3 154, 12.7 113 .44

/
.

Taxi
.

18.3
.

.

163 2.0 18

.

4.6 41 11.0 9 \ .76

.

:

Adapted Buses
Minibus for
Disabled

.

'1.9 17 ,Q.7 6 0.3 8

.

0.9 8 --

Normal Public

. Transportatiop .19.0 169 4.9° 44 5.6 50 18.7 77o-^ --

Transportation
Arranged by
Rehabilitation
or Similar

Agency

.

3.-8 34

.

1.2 11' _0.8

,

,

7

.

,1.5

*

.13

.

.33

1. For similar data On patients of comprehensive medical rehabilitation

centers, see Section III, chapter 8.

6

2% 6

/

.
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Table l2 -1 indicates that the handicapped appear to rely heavily on rela-'

tivee, friends, or themselves for most of their transportation needs. Almost

60 pettefft of the-sample esed-rel4 Tes-er friends as their--tranepottation_made

and over 40 percent walked or drove themselves. These three modes accounted

for the highest frequency of going.outside the home.

After these transportation modes, the percentage which used other types

of transidortation dropped off sharply, as did the ftrequency of going outside

the home. Specially adapted automobiles for the disabled were used by 2.7 percent

of the sample. The lack pf adapted buses-and special transportation services

for the handicapped in most areas of the country pay explain the low use (1.9

perCent of sample).of this traAportation alternative, The utilization of

taxis by our sample wail 18 percent. This high figure is consistent with the
0

findings of other studies. The frequency of going outside the home can be

gathered from breakdowns in Table 12-2.

Table 1272

Q Number of Times a Week the Severely Handicapped Are Out of the Home,

VR Sample

Times per Week Number Percent

0 73 8.2

1
. 189 21.2

2-3 273 30.7

4-5 123 13.8.

6-8 . 179 20.1

9-15 - 34 3.8

16+ 9 1.0

Total - 880

About 8 percent of the population does not go outside the home in a typical

week.. Almost 30 percent of the sample goes outside the home once a week or

less. Ffinally, 60 percent go out of the home not mgs than three times a week.
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Thus, our severely. handicapped sample-appeaeto be limited to their holies

except for special,CirCumstancesbubh as appointments.

A number of reasons can be cit&I fbr thisgrelative immobility. Table- 12 -3

a

lists the major reported problems which prevent our sample from traveling;

Table 12 -3,

Deterrents to Travel Reported by the Handicapped, VR SaMple
1

Deterrent Number Percent

Problems in getting out of home 188,; 21.3

-Problems in getting into or out of vehicles , 285f 32.1

Problems in opefatingvehicles 351 39.5

Physical problemir . . A 464 52.2

Other 154
,i-

17.3

1. Percentage totals exceed WO perceht because clients may have more

than one problem. .

While some problems are directly related to the physical structure of transpor-

tation systems, such as getting. in and out of vehicles, other,factors are also

important. For example, architectural barriers in the-home appears to limit travel

for 21.3 percent of the.handicapped population. Over half the population surveyed

have physical problems (e.g., extreme fatigue, poor bladder control). In designing

transportation alternatives these factors, which will have a critical effect

on demand for transportation services, should be considered.
j

To summarize, transportation is an important service need of individuals

wish severe handicaps, whether vocationally rehabilitated or not. A significant

percftntage of the-sample indicated that they needed transportation services

j h
in patterns siMilii to those described in other studies of the handicapped.

9k.1

Most of the transportation requirements of this group are met by friends or

family, with a good percentage driving themselves when necessary. However, the
Q

most.striking finding is that almost one-third of the individuals are homebound

(go Outside once a week or less).

/41
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.ALTERNATIVE SOLUTIONS TO THE TRANSPORTATION PROBLEMS

OP THE.SEVERELY HANDICAPPED
. /

. .

A wide range of alternative solutions is available, from inexpensive capital -

intensive modificationd of existing transportation systems to.theAevelopment

bt wholay new transportation systems to accommodate the severely.handicapped.

These alternatives are briefly described below.

4

.
Service System Adjustments

0

/ (

All systems, especially VR, should have obligations for outreach, which

includes getting services to the client.when the client has trouble getting to
4

the services. Thisis especially true in rural areas or in certain cities

ti
for many disabled veterans. If VR were to provide this benefit to persons with

or without vocational potential, it would permit many of the severely handicapped

with poor bus or. taxi systems. Other problems of connecting services to the

citizens occur when the service 1esource is rare or specialized. Take the i)xample

bf persons with Hansen's disease (leprosy). The leprosy center in Carville,

Louisiana is an excellent resource which can serve the disabled effectively.

Since there are only an.estimated 3,000 persons with this disease in the U.S.

and the Territories,, the number is too small to set up comparable centers in

many places...Many persona who could benefit from the care apparently cannot

afford the costs of getting to it. Certainly in such Cases the organization

should have authority and funds for transportation.

Regional spinal cord centers are another example, but with,a different

problem involved. If a person is injured in an auto wreck, the service is

quick--by hel0icopten in many instances. Usually such service is provided by the

State. But if the individual hes to pay .for it, the cost can be catastrophic.

The Veterans Administration now can provide vans and hand-controlled cars
f

to expand their mobility.
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Mobility Training

Traditionally, mobility training has provided assistance to handicapped

,./

individuals in learning how to use mobility aids and in finding their a

new localities. Training is of different value to individuals of different

disabilities. It has been long administered to the younger blind with "VR po-
.

tential." The report of the President's Committee on Mental Retardation states

that, as regards mobility, "...the probleth is one Of training the mentally re- ."

'
tarded individual, rather than seriously modifying equipment.

"17 Dne prOgram for

the mentally retarded found transportation training successful for individuals

J

aged 17 to 40.
18

Q.

Direct Subsidies

Another anproach is to give direct subsidies to handiCapped individuals

for transportation expenditures. Such'a program can favor one mode or apply

to all modes._

Income tax credits' for transportation is one method.
19 Provision of transit

stamps or coupons to those below a certain income and with certain characteft

istics for purchase of taxi, transit service, or gasoline is another. Various

public prograMs, such as Medicaid and Vocational Rehabilitation, prollide some

direct assistance for essential trips, often subsidizing the Purchase of wheel-
,

chai4and other mobility aids and occasionally subsidizing the modification
4

of personal vehicles or the purchase of these already modified.

17. The President's Committee on Mental Retardation, Transportation and

the Mentally Retarded (The:Committee, 1972).

18. Arnold Cortazzo and RobeFt Sansone, Travel Training (Miami: Sunland

Training Center).
19. Musicians and construction workers are the only individuals who can

presently deduct local transportation expenses. Federal Tax Guide (Englewood

Cliffs, U.J.: Prentice Hall, 1973), p.
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.
Program practice vary tremendously from State to State- and within ar..y.

.

PI' r ,

,Various
.

. or.

bite Stater loroposals have been advanced by HEW and the Treasury to

°
4 . ;

4'4
** 4

I

subsidize extraordinary transportition costs for the:employed handicapped:

*.r

:Approaches can be made specific; focUsingon particular transportation modes

Land apedific target groups. One widely implemented special.sevice is reduced
-

bus. al sUbwaY.fares. So far, howevei these , programs-have beenrestridted to the

elderly/
4 f

Mode-speciYip programs lave the advantage of channeling i*Leahed ridership
.

Pak !,

into a giVen way to get around and thus Allowing economies of scale to, develop.

They do,.however, unlike programs' applicable to any mode -of transportation, inter-

fere with the mix of types of existing transportation.

Modifying .Support System

kfull discussion of mobility must include Aspects of the) environment out-
.

,

side of'formal transportation systems. First, short-distance mobility itself

is important as &mode of'trayel. Thirty-eight percent of the respondents in
o

the ArthurA4Little study replied that they walk to worki
20 Secondly, short-

,distancemobility cane a factor in gaining access to other transportation

fonts.

0
The mobility of many individuals stops at the first curb. Curbs are an

insurmountable barrier to people who use wheelchairs) walkers, and other special "

aids or havd other mobility limitations. In,someareas this barrier is being

eliminated by ramps or curb cuts. Where extensive curb cutting has been undertaken,

Qa.

usually all curbs have been modified in heavily travelled areas and certain

curbs have been changed in other areas, based on individual needs. All new.

,
curbs in these sites -have been built with cuts.

20, A.D. Little, Employment, Transportation, p. 27.
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In some cities curb modification has been delayed at the urging of the

blinde Changes inlavei are important indicators for.the blind, and curb cuts,
t

.1
.

C
if done in-A.Iwtain way, can obscure .4e distinction between street and side-

: .0

walk to a blind persetja\ thus creating a safety hazard., But proper design and

t

location of curb4cuts can elimiriate the hazard to the blind. pomparable changes -

of the environment foe other disability groups are street identificatIOn by /

touch sign ts and ligfit identification_ by sound signals.

Automobile Mo4ifications

Although personal vehicles offer the greatest mobility; it appears that

in most cases adequate ibbility can lie provided much less expensively. However,

-personal vehicles may be the best'solu-

e
tion, particularly when Alic.transpartation is inadequate or nonexistent

and where there is insufficient demandto justify a demand-respdhaive system.

For the handicapped'Ao are confined to wheelchairs and unable to drive, an

attendant-operated van can be Modified by installing a power lift and mechanical

wheelchair tiedowns and making minor floor and roof.modifications. Owing to the

.

high cost of automobiles and vans, attempts have been made to develop smaller

vehicles which retain the advantages of the large vehicles. Thus far theseot-

tetpts have not 'been very successful.

Alteration.of Transit S ste

There are, finally, the alternatives which alter the transit system itself.

Some address existing system chdiacteristics, both physical and operational.

Others address new systems or new services. For a transit system to be acces-

siblep both the stationary facilities and the vehicles must be easy to reach. The

makeup of'the system can be changed as equipment is replaced, thereby phasing in

imprbvements. Or it can be improved by retrofitting; that is, making currently

inaccessible facilities accessible.

3o2
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A bus or surface rail system could be made accessible'inmediately by retro-

fitting the vehicles with a ramp or p6wer lift. In most, eases a lift would be

nehlea,.since the incline which can be negotiated by many of the handicapped re-

quirts a prohihAtively long ramp: Retrofitting a subway system 'requires instal-,

,lation of elevators, elimination of the gap between thh platform and"the cars

-J
through use of an automatic plate that bridges the gap as the doors 6pen, and

minor ihodification of cars. The problem of seating tpace on railroad, cars

/

and buses couldbe alleviate somewhat by reserving'a section of seats, some

, wfolding, near the entrance. To reduce the effect of acceleration, these seats

could be designed to'provide extra support and stability, and tiedowne for

wheelchaiie could be provided.

The alternative to retrofitting a bug system is to Phase in a completely

redesigned, barrier-free bus. Under the "transbus" operation, the U.S. Department

-of Transportation is encouraging the development.of such a vehic&i. It will,

feature interior modifications auch as wheelchair tiedowns, a power lift, or

perhaps d low-slope ramp.' Buses manufactured by General Motors, American

Motors, and Rohr are being tested in.regular city uaet and production models

may be available in the near future.

Some cities have attacked these problems by structuring and expanding their

service, and bus stop shelters are gradually becoming more common. Attempts at

detailed planning in routing and scheduling for the handicapped have been made,

using geographic and travel data acquired from special surveys.
21

4

Another set of options is based on the hypothesis that for many handicap-

ped the transportation problem is one of attitudes on the part of operators;

whether management or drivers. Bus and taxi operators, for kample, may harbor

21. CTS, Transportation for the Handicapped.

303



286

A

the same fears, resentments, and misconceptions about the handicapped that

. other people do. Driver training includes nothing-to sensitize these'persons

to the needs of the Transportation handicapped. Thus, .a driver may well refuse .

passage to a blind or cerebral -palsied person or an epileptic in the midst

of a petit mal episode. Some remedies may include little more than convincing

a transit authority to provide a special attendant for the handicapped at key

stations. Special training may be a viable alternative for improving the system.

With this_kind,of training,. special seating` could be arranged for the blind

or any other handicapped person to assure driver attention. Teaching taxi drivers

how to handle a paraplegic could also be helpful. Just plain exposure to and

explanation of those who are mobility-limited may advance accessibility into

many Systems, such as airlines.

Demand-qtesponsive Systems
4

Some systems, such as taxicabs, "handicabs,1! and dial -a --ride, provide,

on-call and usually door-to-door service. Such systems can establish door-o-doOr

service for those able to use, but unable to get toptiblic transit. Regardless

of the mo ations made to fixed-route transit systems, there will always

be some handicapped persons who require door-to-door service. Door-to-door

systems can offer many of the same advantages as personal vehicles; they reduce

walking distances, exposure-to weather and crowded conditions, and problems

of routing or complexity.

.
Moat handicapped persons, except many of those confined to wheelchairs,

can be transported in taxicabs. The fare, of course, is significantly higher

than the fare for-public transit. A "handicab" is usually equipped to handle

all handicapped persons, including those in wheelchairs, but the fare is high:

$10 minimum for the first 30 blocks, which would cost $1.70 in the typical

cab. A typical flat rate for a dial-a-ride service is $.50. If' the modified

3'34
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vans in taxicab systems Were operated on a shsxed-ride basis, the fare could

be reduced to the dial -a -ride level.

Handicabs usually offer door-to-door service, and'drivers will assist

individuals into and out of buildings.' This is an important service for the

severely handicapped who need service but have no attendant available. Most

taxicab systems do not permit their drivers to go into homes or otherwise assist

individuals.

In home communities, door-to-door service is provided by local service

organizations and private inter4st groups such a4fthe American 'Cancer Society,

the Easter Seal Society, community hospittls, convalescent hospitals, or senior

citizen groups. However, theae services are usually available only for emer-

gencies and certain other essential trips. Also, most of the services cater

to specific types oBodisabilities and have strict eligibility requirements.

CONCLUSION

Clearly, there are both economic and noneconomic benefits in improved mobil-

ity. Many handicapped persons would be newly able to work, study, and partici-

pate in recreational activities. Other benefits include the reduced burden of

the handicapped on friinds and relatives and the increased contribution to the

4 community though the activities of many talented and well educated handicapped
/

persons. Also of benefit would be the-reduction of emotional burdens of physical

'problems on' individuals and the entire,.community, which are ofteh debilitating,

and inhibit productivity.

The psychological benefits to t'he hand1CSPped individual are also importNit

to consider. The opportunity'for.,increased mobility,- if utilized, necessarily

increases the amount and variety of social contacts, and these contacts,are

likely to improve performancs in various roles and",to enhance self - concept''.

3 .1 5
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The transportatiod needs of the severely handiciipped are an important ele-

4 ment in'any program which seeks to make this group more independent and produc-

tive. Yet finding'solutions totheir transportation problems is a complex

undertaking, since different types of Bev ely handicapped individuals require

different of transportation. It is important, then, that a wide range of solu-

tions be.explored and evaluated so, that the-most effective ngtional program

options are developed.
.

a

t
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Chapter 13

EMPLOYMENT AND LABOR FORCE PARTICIPATION OF THE SEVERELY DISABLED

Ours is an economy which Testes jobs and allocates people to them largelyt

by market mechaI isms emphasizing productivity. While some.humanitarian concerns

)

often' mitigate t oncerns for pure efficiency, "we as a society do not generally

argue .for creation of \a job for anyone who wants it., This being the case,

it ls necessary to accept the'41tter :concomitantthat there are many Who could
4 \,..I

contribute something to social productivity whose offer is1rejected. We simp

?I

do not want everyone who could work at some level to do so.

-An example may be useful. WA came across an experience ig tzeChoglovakia

where three persons.impaired-by polio quad5iplegia and severe respiratory

failure willyst likely never function away from the hospital in whiCh they

are placed. They were trained to be the 4spital's telephone operators.
.

On reflecting, one wonders whether sugarr effort would be mace in this
A

country. The CzeAh operators displgcecl at the hospital switchboard by the

three severely disabled persons would be placed in other jobs. In the United

States
%
we\do not' so allocate people and positions. Without'full employment,

,

our people are reludtant to join the ranks of he unemployed to make way for

e".
the'tost severely handicapped.

As one of our literature reviews from the Center
s
for independent Living

observed, it is probably techAically possible to teach anyone who is reasonably

alert and has some movement to work. The problem is the jobs.

Thus a knowledge of the labor market and employment experience of the

.
severely] disabled and the barriers they face in engaging in labor market activity,

is ess ntial to an intelligent assessment of alternative policies desiguesi

to enhance their employment opportunities. In ...this section we review the

289.
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d existing literature on employment, Summarize its findings, analyze its liOita-
.

and point to possible futurel-elieas -of fruitful research effort. We

also prepent preliminary statistics on labor market activrty of the severely,

disable&derived from the Urban Institute' survey of VR rejectees. In addition,

we discuss the implications of alternative policies designedito increase' employ- ti

ment and. the quality ofjwork for the disabled.

.Because many studies deal with the disabled in general or csitegorize

the population on spme'basis other than seerity of disability, it fias not

been possible to focus.exclusively on the severely handistpped. Instead, the

total disabled group and Various specific subgroups are considered. Wherever A

possiblee inferences are draWn about those who would be considered most severely
i ,

i NI

0.sabled by various definitionS. While this approach.provides the 'strongest
'. .. P .

possible foundation for meaningful.anhlysis, more, definitive statements. about

.

''
the most severely handicapped must await future research effdrtst

We begin with a description of the labor market status of the disabled.

We then turn to studies related to employment. barriers for the disabled. We

then discuss employment related programs for the severely disabled and con-

clude with a discussion of policy options.

It should not be assumed that the severely disabled do not haVe some produc-

tive capacities either in the competitive economy or in a sheltered situation.

Even though Some severely disabled may not be able to work in traditional ocpupa-

tions pr in sheltered positions,'many of them maybe capable of performing

gainful work -- producing good'B'or services that have economic value - -even though

I these goods are not produced at competitive prices andthis labor is not compen-

sated (e.g., volunteer activities). Some of the demonstration programs cited

later in this analysis suggest that some severely disabled individuals may
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have" productive potential'through proper counseling, training, and job restruc-

turing. k

Besides the limitations placed on the severely disabled:by their inppr-.

ments And their socioeconomic characteristicss other factors affect ttleir-level

of participation. Among these factors are inadequate aggregate demand, capital

disincentives, employer lack of awareness of the capabilities of the .handicapped,

and possAly discrimination.
.

The paucityof studies on the labor?market activity of the severely handl.-

capped or even on` the handicapped as a whole precludes determi6ing with any re-

liapility how many would be able to enter into different kinds of work situa-

tions, what would foe the.most productive useaf their capAbilities, and what .

would be the magnitude of the tangiblmAndintangible benefits produced as

a result of their work. This analysis, therefor,,,anly suggests what might

be possible and describes some preliminary programs that might be expanded

as warranted by experieni to meet, demand. Estimates are provided where.pos-

sible of'what it might cost to meet some of the employment service needs of

the severely handicapped. Benefits are discussed in the most general terms

with some crude estimates of probable values.

LABOR MARKET EXPERIENCE OF THE DISABLED

One of the problems with investigating labor market characteristics from

survey data is the tautological nature of most of the data available. Most

.

data filesdefine disability in terms of the ability to perform on a job.

Severely aisabletl individuals are people who cannot work at al. Thus, the

severely disabled are not well represented in the labor market. Given this

definition, one is not surprised to find that the disabled work less than other

fl

7
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peopleand have lower earnings. On is also not surprised to' find that the

\rseverely disabled work even less' and e n even less than the partially disabled,

Disability and Labor Supply

Several studies have been undertaken to estimate the relationship between
V

disability and labor supply.
1

They foud that disability consistently reduces
or,

labor supply, regardless of the measure used to estimate either laborsupply

or disability. Disabled persons have tabor force participation rates that
4

are 5 to 25 percentage points llwer than rates for comparable'nondisabled perskns.

Moreover, disable\persons tend to work 4 to 8 fewer weeks per year,andaee

more li y to be part-time workers (i.e.,'working less than 35 hours per week).

-4 The magnitude of these effects on labor supply varies with race, sex, and sever -

ity of disability:

For example, one study found that the.leffect of disability on the labor

force participation of rum-white males was.notably larger than the effect for

other sex-race groups.
2

Nonwhite disabled males.had participation rates that

were 25 percentage points lower than those of comparable nonwhite nondisabled

males, whereas disabled persons in the other age-sex groups had partieipation

.rates that we're 'it to 19 percentage points lower than those of comparable non-

disabled persons in these age-sex groups.

1. Monroe Berkowitz and' William G. Johnson, "Health -and Labor Force Par-
ticipation," Journal of Human Resources, Winter 1974; William G.'Bowen and
T. Aldrich Finegan, The Economics of Labor Force Participation, (Princeton
University Press, 1969); Fechter et al., "Disability and Labor Supply,"
Working Paper 963-32, The Urban Institute, Washington, September 1973; Belton
M. Fleisher, "The Economics of Labor Force Participation: A ReView Article,"
Journal of Human kellources, Spring 1971; Harold S. Luft, "The Impact of Poor
Health on Ear - Wings," The Review of Economics and Statistics, February 1975; and
Richard M. Scheffler and George td en, "The Effect of Disability on Labor Supply,"
Industrial and Labor Relations Review, October 1974.

2. Luft, "Impact of Poor Health." "

4
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Another study, usingnthe same data ease, estimated that participation

rates were 5 percentage points lower for black males, age 2564, and 10 per-

centage points lower for whitp males, agq,25764.
3 It also found a larger

impact for older males (55-64 years ,old); 9 perCentage point's for white

males and 23 pArcent for black males. Differences between the two studies

in their findings reflect differences in age composition of their samples,

differences in control` variables, and differences i the way disability was

, assumed to impact on labor markets.

A
Only two studies were found that tried to estimate the effect of severity

OL;

c(f disakility on labor supply': Berkowitz and - Johnson employed the Social Security

Survey of Disables' Adults to"examine the effect of an index of severity'on

employment rates of disabled males.
4

Their index was a combination of functional

limitations and mental and neurological condttions. 'They found that employment

rates were significantly lower for males of.both races with mental and neurolog-

ical conditions and for white males with limitations in their ability to lift.

They also found that there was no significant difference in employment rates

among older'males (55-64) classified by theiA index of severity. .Fechter et

al. employed the Survey Economic Opportunity to assess the effect of severity

on labor force participation and found that a smaller fraction of the severely

disabled participated in the labor force in 1966.
5 The effect of severity on

labor force participation was found to be considerably smaller for white females

than'for other age-sex groups. White females who were severely disabled had

participation rates that were 3 to 14 percentage points lower than those of

comparable partially disabled white females; in contrast, severely disabled

3. Scheffler and Iden, "The Effect of sability."
4. Berkowitz and Johnson, "Health and abor Force Participation."

5. Fechter et al., "Disability and Labor Supply."



294

.persons in the other age-sex groups had participation rates that were 40 to

" 50/percentage points lower than those of comparable partially disabled persons

in the other agetsex groups.

Given labor force-participation, the studie?found that disabled workers

tend to work 3,to 8 fewer weeks per year than do comparable nondisabled workers.6

One study investigated differences between partially disabled and severely

disabled workers.,in the number of weeks worked per year and, found that the

severely dIllabled worked lYin 5 weeks less veryear than did comparable partially

e'
disable, workers. It also found that severity had a larger impact on men than

on women in weeks worked per year. The differential was 8 weeks for males

of both races, 1 week for white females, and 5 weeks for nonwhite females.

Disability and Labor Demand

Decisions to look for Wbrk are made by suppliers of labor; hiring and

employment decisions are made by demanders of labor, usually employers. These

demand decisions reflect employer perceptions Ol-costs, labor productivity,

and the demand for the product being produced and are manifest in employment

and earnings patterns. A number of studies have examined the impact of disa-.
Alb

bility on employment and eaining8.
7

Not surprisingly, they find that disabled

workers have lower annual earnings because they work fewer weeks and have lower

weekly earnings. The lower weekly earnings, in turn, retiect a greater tendency

on'the part of disabled workers. to work part-time.

Luft
8

found that the disabled earned $500-$1,400 less per year than comparable

nondisabled persons, that weekly earnings of the disabled were anywhere from

6. Ibid., Table 3.5; and Scheffler and Iden, "The Effect of Disability."
7. Fechter et al., "Disability and Labor Supply."
8. Joseph M. Davis, "Impact of Health on Earnings and Labot Market

Activity," Monthly Labor Review, October 1972; Fechter et al., "Disability
and Labor SppPly"; Robert E. Hall, "Wages, Income, and Hours of Work in the
U.S. Labor Force," in Glen G. Cain and Harold V Watts, eds., Income Maintenance
and Labor Supply (Chicago: Rand McNally College Publishing Company, 1973); Luft,
"The Impact of Poor Health."
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.A11013 to $18 lesayerlgeek than weekly= earnings of cpmpardbenondisabled.Oersons,.
1 .

and that hdurly earnings of the disabled range from 6 to.38:centsjess than

hourly earnings idr comparable nondisabled workerd. He also found that'disabled

'workers'rrk 4 to 8 weeka.less.per Year than comparable nondisabled Workers.
P 0.
Feckter'''fbUnd that full-'time disabled workers had wage raced that

were 7 to,42 cents per hour less'than those of comparable nondisabled workers-

kik 1906. .They also found that the differential tended to be larger for'men

than for women and. larger for whites than for nonwhites.

* Davis,1° using a longitudinal survey 'of males aged 4'5-54, found that disabled'

pen earn-$700-$1,500 lees per year than nondisabled men with comparable educe-
.

tions. He also found that disabled men have bdurly earnings that range from

equal to or as much as 51, cents lower than nondisabled men with comparable

educations. I addition, disabled men.work 42 to 208 hours per year less than

nondisabled men with comparable educations.

, :

. .

. Hai1,
1using the 19'67 Survey of Economic Opportunity, found that workers

with disabling conditions. earned an hourly wage that was 5 to 10 percentage

points lower than that of, comparable workers with no disabling conditions.

The differential was largei for males than for females and was statistically

significant only for males.

The employmentdexperience df those who are less severelY.handicapped provides

an indication of what the employment prospects are likely to be for the most

severely handicapped. Generally, the handicapped are members of the secondary

labor market, employed part-tiine,in low-skilled occupations as operatives or labor-

era. The Social Secutity Survey of Disabled Adults estimated that 19.7. percent

9. Fechter et a \., "Disability-and Labor Supply."
10. Davis, "Impact of Health."
11. Hall, "Wages,'Income, and Hours of Work."
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of the, employed disabled population in 1966 were in professional and managerial

occupations. Of the employed severely disabled, only 14.1 percent were in

these occupations. Working in clerical and sales occupations were 17.9 percent

of the employed disablp; only 11.5 percent of the employed severely disabled

worked in such occupations. In each instance this is a.lower proportion .than

for the nondishbled. Of eheoemployeddisabled, 29.2 percent were craftsoien

and operatives, while 15.5 percent of employed.severelY disabled worked ln

these occupations. Working as farmers, farm managers, farm foremen, and fartb

laborers were 11.8 percent of the employed disabled (a much higher percentage

than in the employed general population), with an even higher percentage

(22 percent of the employed severely disabled) working in these occupations.

Of the employed Aisabled, 2.4 percent worked as service and private '6usehold

workers and laborers,. compared to 37.0 pevent of the severely disabled employed.

The percent for the severely disabled is higher than in the general working

populatidn.12

It is generally assumed that local.cand national labor market conditions

will have a profound effect on employment of the 'handicapped, since the disabled

are, often last hired and first fired. A significantly higher involuntary termina-

tion rate among the 11,000 disabled workers tha among the nondisabled controls

in a national study conducted by the Bureau of Labor Statistics in 1948
13

tends

to support this belief. The authors attributed the high rate of firing of

disabled workero to the pootwar,influx of nondiSabled returning veterans.

They also found a tendency among many of the 109 manufacturing plants surveyed

to reinstate policies against the hiring of disabled workers after havingxe44ed

12. Gertrude L. Stanley, Work and
Sociql Security Survey of the Disabled:

13. The Performance of Physically
du/Arica, Labor Statistics Bulletin No.

314

Earnings of the Disabled, Report No. 17,
1966 (DREW, 1971).
Impaired Workers in Manufacturing In-
923, 1948.
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such policies during the war'years. Certainly things ate differe".t today, but

unfortunately there appears to be.no more recent national survey providing

,comparable kinds of information. The entire question of differential treatment

of the handicapped requires further research.

In 1966, when unemployment was at one of the lowest points in the decade,

employment prospects for the severely disabled should have been quite promising.

But 15 percent of those severely disabled who were looking for work were'tunable

to find it. In less prosperous times, the handicapped (who are members of the

secondary labor force.) may be among the first to be fired and must compete

Against a pool of better-trained, more experienced individuals for the limited

-tupply of available positions. Thus, inadequate aggregate demand. should seri-

ously limit the employment prospects for the handicapped and particularly for
4-

the severely handicapped.

Two unpublished studies have analyzed national data on employment charac-

teristics of the disabled with the purpose of determining whether or not the de-

mendmend fol. disabled workers differs in any significant way from the demand for

other'workers.
1 Both studies concluded that it does differ and that disabled

11
workers generally belong to the secondary labor market, which is "characterized

by lower wages, lower skill levels, fewer opportunities for advancement, and

more frequently part-time and part -yea work than the primary labor market."

The purpose of the 1973 paper by Wolkowitz is to determine whether the

demand for the labor of disabled workers differs in any significant way from

th demand for the labor of nondisabled workers, and, if so, how and why, with

, ,
a view to enabling the making of intelligent policy aimed at integrating disabled

14. David Tausig,-"4The Participation by the Disabled in the Secondary Labor e
Markets," unpublished student paper in connection with the Institute for Urban

and Regional Planning, U.C. Berkeley, 1972; Benjamin Wolkowitz, "CharacteristigS

of the Demand for Disabled Workers," Working Paper, The Urban Institute, Washing-

ton, 1973.
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workers into the general work force. Using aggregate data on (a) disabled workers

in the Survey ofEconomia Opportunity Sample and (b) nondisabled workers in the

same ocl samecategories from the ame sample, he found that dia-

abled and nondisabled labor were not substitutes for one another. 'A difference

in hourly wage (nondisabled $2.91, disabled $2.63) was foUhd, but it was deter-

mined to be nonsignificant.

Disabled workers were found to be older, less well-educated, more commonly

white, and more commonly male than their nondisabled counterparts. The results,

/-
imply that the nonsubstitutability.of the two groups may xesult from age and /or

education as well as impairment. It was also found that disabled workers were

more often employed part-year or part-tiMe than nondisabled workers. This

was taken as evidence of disabled workers' belonging to the secondary rather

than the primary labffl\force.

By disaggregating the-labor inpuis' into occupational and industrial cite-

gories the author found that disabled workers have a disprportionately large

representation in the operative occupations,, which are relatively unskilled and

poorly paid jobs. And even within the operative occupations there was found to

be a very low leyel of substitutability of disabled and other workers.

The Tausig study used the 1966 Social Security Survey of Disabled Adults for

basic data. Consistently lower rates of labor force participation, median earn-

ings, occupational status, and industry status, and consistently higher rates of

uRemployment and part-time work were fbund among the' digabled more than among the

general population. Also it was consistently found that in each of these cate-

goriest disabled females were in an even worse positiOn relative to all working

femSles than disabled males,were in comparison to all working males. And a

comparison between the severely disabled and the general population revealed

that the employment status of the severe" disabled was even Worse relative
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to the population in general than was that of disabled females relative to

females in general.

However, tie author found that within'occupational categories, wage rates

for the disabldd were not significantly different from those for the non-disabled,

(This is consistent with the Wolkowitz findingb.)

Tausig also examined the labor market status of 197C rehabilitants, using

Rehabilitation Services Administration data. He found that 18.1 percent of

rehabilitants were placed as homemakers;'unpaid household workers, or sheltered'

workshop employees--occupations generally even below the secondary labor market

in terms of wages, opportunities for training and advancement, etc. (One night

call this the "tertiary labor market".) Among the rest of the rehabilitants, V

51.6 percent were in the four lowest paying occupations, compared to 22.0 percent

of the general Working population .(more than twice as high a proportion).

Among rehabilitants 48.8 percent earned leas than $3,500, compared to 39.6

Ircent of the general working popnlatiOn.

The author concludes that mot only disabled people in general but also

rehabilitants are by and large trapped in the secondary labor maiket. He ar-'

gues that movement out of the secondary into the primary market is difficult

because of heavy restrictions on entry into the latter. He also' argues that

national macroeconomic policies aimed at increasing the demand for labor do not

have a great effect on the secondary market. He further points out that educa

tion and formal training are irrelevant to most secondary labor market jobs.

The Wolkowitz and Tausig studies present convincing evidence that the

demand for disabled workers is less than the demand for workers in general

and that disabled workers are part of a secondary labor force which does not

share the relatively high wages,'-job security, and full-time employment of

the greater part of the labor forcein this cf±untryb
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However, these studies do not offer reasonable evidence on the possible

causes for the difference in demand. Wolkowitz's finding of little substitut-

ability between disabled and nondisabled workers is weakened by the fact that

he found no difference in observed wages between disabled and nondisabled
0

workers after they had been standardized for social and demographic charac-

teristics. Thus, the observed lack of substitution may more realistically

reflect lack of observed incentive to substitute rather than unwillingness

or inability to ssubstitUte.. .

The differences in labor demand discussedtelbove may reflect differences

in the .cost of having disabled workers or prejudice against- them, or some

combination of these factors. They may also reflect supply factors. We try

to evaluate these factors in sectilns below on 4emand and supply barriers.

It is clear, however, that more research on the causes ofthese differences

in demand will be needed before rational policy can be formulated.

Evidence from Urban Institute Survey

The Urban Institute survey of individuals rejected from the Vocational

. Rehabilitation program focused ion a number of employment-related questions:

What was-the predisability employment status of\this group? How many severely

handicapped are employed? What kinds of services do they need to enter the

labor market? Are these services currently available?

Prior to their being disabled, the sample population worked in a wide

range of professions, as illustrated in Table 13-1.
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Table 13-1

Usual Job Prior to Disability, VR Sample

Job Number Percent

Professional 50 5.6

Managerial 42 4.7

Sales 0 34 '3.8

Clerical 84 9.4

Craftsmen 165 418.6

Operatives 145 16.3

Transportation operators 51 5.7

Laborers - 73 8.3

Farm managers 8 0.9

Farm laborers 9 1.0

Service workers 143 16.1

Private household 23 2.7

Missing -'no answer 62 7.8
Co

Total 889 100.0

A number of observatiOns can be' made from Table 13-1. First, almost the

entire sample had some usual occupation. Second, professionals and managers--

genepelly considered higher - income people -- comprised 10.3 percent of the sample.

This is a bit lower than the 14.1 percent found in the Social Security Survey

of Disabled Adults in 1966. Third, craftsmen, operatives, and service workers

are the leading occupations on percentage basis by a wide margin, and the

three occupations comprised 51 percent of the sample, which compares'io 52

percent from the Social Security Survey.

/Of the sample Population who worked prior to disability, the survey indi-

cates that this was a rather industrious group. For example, 67 percent of

the entire sample worked ful)-time for at least 11 years. Furthermore, 48.5

percent worked full-time for at least 20 years. This long work history is

consistene with the fact that 51 percent of the sample is 51 years old and

above,,giving them ample opportunity to have a long work history.
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Other indications of the commitment of the sample populEition to work,are

number of hours usually wo0d in a week and the number of weeks usually worked

in a year. In their usuai'jobs, approximately 75 percent of the sample worked

at least 40 weeks and 84 percent worked at leaSt 33 hours a week.-

The earning power of the Sample at their usual job prior to their disa-

bility is illustrated in Table 13-2.

Table 13-2

Last Yearly Income from Usual,Job

Yearly Income Range ,Number Percent

$ 1- 2400
2401- 4800
4801- 8000

102

2i5

257 1

11.5
24.2
28.9

8001-10000 '81 9.1

10000+ 91 10.2

Missing - No answer 143 16.1

Total 889 100.0

From Table 13-2 we can make the following observations. Although they were

working prior to disability, 11.5 percent of the sample made incomes of $2,500

or less and 35.7 percent made incomes of $4,800 or less. Thus, over half are

in income ranges below the current poverty level. On the other hand, 10.2

percent made $10,000 or more. In addition, 19.3 percent of the sample earned

$8,000
a
or tore. Finally, the highest proportion of the sample (28.9 percent)

were in th5$4,801-$8,000 income range. Considering that this reflected earnings

for time `# prior toy 1973, these could be considered "average" incomes

when inflation is taken into account.

4
Thug -the sample population was employed prior to their disability. They

r
were ha' wo*4teg, and many were earning an average income.' The tajoriLy of

4;*;

-14
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this population were not working at time of interview. In Table 13-3 the reasons

for their not working are cited. .

As Table 13-3 reveals, 82.5 percent of the sample cited their "physical

condition" as the main reason for not working. All the other major reasons

cited for not working were not significant compared to this.

Secondary reasons for not working which are of significance covered a

wide range. The most frequently mentioned reason is that employers would not

hire them8 followed,by the problems of finding work near the level of the indivi-

g dual's ability. Other important factors included transportation problems and

finding jobs with part-time or flexible work schedules.
I
4

While most of the severely disabled rejected from Vocational Rehabilita-

tion are not working in 1975, a part of the sample have job's now or have worked

within a year of the time they were interviewed. Table 13-4 gives the percentage

of disabled who are working now as yell as how lonvago other individuals in

the sample last worked.

ef

3Z1
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Table 13-3

ReasOns for Not Wo ing, VR Sample

Reason for not working

Income from working wouldn't cover
loss of medical and/or cash benefits

o

:Transportation cdsts or difficulties

Other costs too high-(Child care, wear
and tear on prosthetic)

Disability /health too revere or
impaired .

Couldn't find job with part-time
or flexible schedule

Union policies do not allow
flexibility

Employer will not hire

Couldn't find work near level of
ability

Fellow workers would discriminate

Needed at home

waiti4 to go to work

Don't want to work

Need attendant to work

None

Don't know

No answer

Other

Total

3 a2

Main Reason Second Reason

13 1.5 32 3.6

5 0.6 64 7.2
.

3 0.3 5 0.6

'733 82.5 '. 20 2.2

7 0.8 63 7.1

- - 6 0.7

23 2.6 "w 100. 11.2

17 1.9 80 9:0

1 0.1 1 ,

4 0.4 17 1.9

2 0.2 7 0.8

4 0.4

8

334 37.6

38 4.3

68 7.t 75 8.4

11 1.0 32 3.6

889 100.0 889a 100.0
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Table 13-4

w' A

Current Employment Status, VR Sample

r".§-iatus Number Yercent

Currently employed 55 6.2

Worked less thip 5 months ago 14 1.6

Worked 6 months to 1 year ago 35 3.9

Worked.2 years ago 104 11.7

Worked 3-5 years ago 390 43.9

Worked 6-10 years ago 156 17.5

Worked 11-20 years ago 54 6.1

Worked 21-87 years ago 18 2.0

Other 51 5.7

Missing 12 1.3

Total 0 889 100.0

Table 13-4 is quite'ravealing., Despite the fact that the sample consists

of individuals rejected by Vocational Rehabilitation as tdo severely disabled

to rehabilitate, 11.7 percent of the sample had worked within a rear of the

date they were interviewed. At the time of interview, 6.2 percent of the sample

were employed. Although most of the persons rejected by VR are not currently

working, the fact that this percentage could find employment seems to suggest

some small slippage in VR procedures.

Of the severely handicapped who are currently working, approximately 71

percent have perfect Barthel Index scores,
15 which indicates that they have

few problems in carrying out the activities of daily living (ADL). Furthermore,

an additional 13 percent had Barthel scores in the 91-99 range, which means

they have only slight problemsin carrying out ADL. bIn contrast to these

15. The higher the Barthel score, the less limitation or severity. A

100 score shows little severity. A detailed discussion of the Barthel Index

as well as the distribution of the scores for the entire sample can be found

in Section VIII, Chapter 28, Financial Options.
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nearly perfect Barthel sorest are the scores for those not now' employed,

only 43.3 percent of whom hav perfect Barthel scores.

Other comparisons betwee those currently employed and those not working

con also be made. Those employed are disproportionately female; 53 percent

of. those employed are female, when only 38.6 percent of the sample are women.

This is in contrast to the "not working" group, which is 63 percent male.

In terms of age, race, sex, education, and geographical location the

currently employed and not working are roughly comparable on a percentage ba.:

sis in the various categories which are compared. Thus,-perfect Barthel

scores and sex appear to be the characteristics which differentiate the cur-

rently employed from the "not working."

Having looked at the characteristics of those'currently employed, the

next auction will focus on the characteristics of those currently employed

together, with those who were working within a year of the time they were inter-

viewed. The Barthel scores for this population are given in Table 13-5.

Table 13-5

Barthel Scores for Currently
and Recently Employed, VR Sample

Score Number Percent

0 - 20 1 1.0
21 - 61 2 s 1.9
62 - 90 19 18.3
91 - 99 10 9.6

100 I 72 69.2

Total 104 100.0

As Table 13-5 indicates, 69.2 percent of this particular group have perfect

Barthel scores and 78.8 percent have a score of at least 91. Finally, only

%
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1 percent (one individual) has a Barthel s ore in the 0-20 range. Again, there

appears tobe some relationship between a igh Barthel score and employment.

In terms of age, 40.3 percent of this particular population is 51 and
dr

aboVe. Females comprise 51.9 percent awl mate 48.1 percent. Other key Charac-

teristics of the currently and recently employed can be found in Table 13-6.

Table 13-6

Characteristics of Currently and Recently Employed, VR Sample

Race ,umber Percent

White 72 69.2

Blpck 26 25.0

Hispanic 3 2.9

Unknown 3 2.9

Total ,
104 100.0

Education

1 - 6 grades 10 9.6

7 - 10':\ 40 38.5

11 - 12 42 40.4

13 - 16 11 10.6

Unknown 1 1.0
( Total 104 100.0

Marital Status

Single 17 16.3

Married 62 59.6

Separated/divorced 19 18.3

Widowed 6 /-3:13

Total 104 100.0

Geographical Location

Large city 52 50.0

Suburb of large city 10 9.6

Small city 17 16.3

Suburb of small city 1 1.0

Small town 14 13.5

Rural 10 9.6.

Total 104 100.0

3
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As with the general VR population, the currently and recently employed are

mostly white, married, and residents of urban ar as. In terms of education,

the currently and recently employed have more ducation than the general sample.

For example, 52 percent have completed at least the eleventh grade, while only

43 percent of the general sample has that much education. samErgeneral

r7
relationship holdifor the currently and recently employed, who have more formal

education than the general sample. Finally, 28.8 percent of the currently

and recently employed have incomes of $9,000 and above.

While a significant percentage of the sample are and have been employed,-

most rejects from Vocational Rehabilitation program are npt working. As a con-

buquence, it is important to determine the typep of help the handicapped need 7.01

in order to go to work. Table 13-7 delineatehL types of services that the

severely handicapped perceived they need in order

i

to go to work.

Table 13-7 may be a useful aid in designing special work program for the

severely handicapped. The services most frequently cited by the severely handi-

\capped seem to be divided into two categories,-one related to the intensity

and duration of work and the other tolpre,work aCtivitiea. The first category

includes the need for light work only (61.9 percent), reduced work schedule
L.,

(47.5 percent), and flexible work schedule (40.0 percent). The prework needs

most frequently cited were transportation and special training or education.

Other services, citeajess frequently but, still important, include such

things as help from others to get ready for work,(21.4 percent), ramps and/or

elevatorp (27.3 percent), and accessible washrooms (21.9 percen ) Thus, in

designing a program or programs for facilitating the employment of the severely

handicapped, it is cleat that a number of variables must be considered such

as the intensity and duration of work, prewotk services (e.g., transportation,

special training) and architectural and physicul barriers like ramps and elevators
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The results also indicated that these kinds of services are not currently avail-
,

able for the individuals rejected from the VR program.

Table 13-7

Services and Conditions Needed' to Go to Work, VR Sample

Service/Condition Needed Number Perdent No Answer

Deli, from others to get ready 190 21.4 699

Transportation 0 363 40.8 526

Special equipment 173 19.5 716

Flexible work schedule

a

356 40.0 533

Reduced work schedule ' 422 4705'. 467

Special training or education 350 S 39.4 539

Light work only . 550 . 61.'9 339

Ramps or elevators 243 27.3 646

Accessible washrooms 195 21.9 694
1,

Regular assistance in work tasks 143 16.1 746

Attendant help 122 13.7 767

Other 51 5.7 838

4Don t need anything 212 5Z3.8 677

The survey results on employment are quite revealing. First, prior,to

their disability the rejects were employed in a wide range of occupations and

most worked on a full-year, full-time basis. Second, a meaningful percentage

(11.7 percent) fall into the currently and recently employed group. This fact

is extremely important, since they were rejected from the VR program as being

too severely handicapped to have a reagonable chance of becoming employed.

Most of those currently and recently employed have perfect Buthel Index scores,

indicating that they can perform the activities of daily living with little

3



310

difficulty.. Finally, the services, which individuals perceived they needed in

order to work related to'the intensity and duration of the work.

After reviewing these result, one might interpret our finding that over
.17,0

1

11 percent of the reject2esare working as an indication that some of these

rejectees are really employable even without having had the benefit of VR

services and are erroneously being turned away as too severely disabled for

succeaaful rehabilitation. Another reason they were turned away as too severely

disabled is the possibility that''they vete misclaasified. Rather than being

too severely disabled, they may really have been rejected because they did

not have a sufficiently severe handicapping condition to be acceptable to the

VR program. Recall that almost all of these currently and recently employed

rejectees had almost perfect Barthel scores.

An alternative hypothesis for the finding is thaE rejections are really

based only on judgments about employability. Our finding of an 11.7 percent

employment rate among our entire sample of rejected persons is consistent with

this hypothesis. Of course, the sample is disproportionately weighted toward .

older persons, who typically are more difficult to place in jobs, regardless

of disability status (51 percent of our sample was over the age of 50). Thus,

the observed employment rate of our sample should be cdMpared with the employ-

ment rate of a control population with similar social and demographic charac-

teristics before otrong inferences are drawn. In addition, finding° reported

in earlier chfipters-ofilthis atudy, are conaiatent with this hypothesio.

Recall that young persons in our sample (age 16-30) Lad lower Barthel

scores than older persona. If younger workers are_more easily placed on Jobe+,

than older workers, this evidence can be used to support the hypothesis that

a larger proportion of the young rejectees are truly severely diaabled.than
A..,,
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-is tbe case with older workers and that the real reason for the rejection o.f

old r workers is that they are less easily employed..

These hypotheses have important implications, for policy. The second hypo-

thesis discussed ~above suggests that for theyoUnger group of rejectees' some

type of speCial methods may have to be developed to enhance their employment

or independent living situation: Fnr the older population, however, some type

of sheltered workshop program which reduces the duration and intensity of work

may be most appropriate. Further research will be necessary to investigate

the validity of these hypotheses before such policies can be assessed.

Demand Bariers to. Employment

A large number of studies of employer attitudes on hiring the disabled

workers are reported in the literature. Twelve have been reviewed for this

study, and a number of others have'-been cited from review articles. The main

problem with analyzing and comparing these studies is that methods, sampling

populations,iand disabled groups vary so much among the studies that compari-

sons and generalizations are necessarily on shaky ground. In addition to

employer attitude studies, a very few studies (one primarily) have examined

'employer policies and practices and attempted tc>determine, the relationship

of attitudes to practices.

The only study found which reports nearly universally favorable attitudes

toward hiring the disabled among any employer grop is.National Committee for

Careers in Medical Technology,
16

in which 1,984 hospital throughout the country

were surveyed to inquire into employment of disabled workers in medical labora-

tories. Of hospitals reporting having no such workers, almost all expressed

a willingness to hire qualified disabled workers for medical lab positions.

16. National'Committee for Careers in Medical Technology, Careers for
the Handicapped in Medical Laboratories (10A9).

L
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Williams
17
repAts ona,mailed questionnaire survey of 108 Minnesota

. 4

employers (not necessarily a representative sample). Results indicated that

-most employers believed that higher costa are associated with hiring people

with most kinds of disability; that most employers would not consider people

.th most kinds ofdisability for Production and sales jobs, but would for

clerical and, to a lesser extent, managerial jobs; that over 50 percent of

mployers would never consider hiring a blind or mentally retarded person for

any type'of job;-and thataver 50,percent of employers would not usually consider_

epileptics and persohe with serious heart conditions for production, managerial,

or sales jobs. EconoMic factors such as added costs incurred id hiring, training,

placing, and providing special physical arrangements, as well as the potential i

-costs arising from absenteeism, low productivity, and limited flexibility in

job assignments,vorkers' compensation and insurance claims, were often viewed

as deterrents to hiring handicapped per& ns

Those factors most often viewed rents were (1) the hiring cost

of a physical exam;. (2) flexibility in job assignment (i.e., lack o,f flexi-I

bility for handicapped-workers); (3) medical insurante; (4) paid sick leave;

(5) promotionality; (6) absenteeism; and i(7) disability income insurance.

Those factorsAwhiCh were least often viewed as deterrents were: (1) the '

hiring cost of testing; (2) pension plan cost; (3) unemployment insurance;

(4) hiring cost of interviewing; (5) quantity and quality of work; and (6)

turnover. One interesting conclusion is that relatively few employers (21.4

percent) view productivity (quantity and quality of work, or lack thereof)

as an extra cost of hiring disabledworkers, while relatively many (62.2 percent)

regard job flexibility as an extra cost. Workers' compensation was viewed

17. C. Arthur Williams, Jr., "Is Hiring the Handicapped Good Business?"
Journal of Rehabilitation, March-April, 1972.
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by an intermediate proportion of employers as an extra cost. The author con-

cludes that employers do not view hiring the handicapped as good business.

The Federation Employment Study
18

includes information on employer attitudes

gathered in a study of policies and practices conducted among New York City

firms. Two-thirds of the employers stated that added costs were associated

with hiring the disabled. Leading the list, of extra costs was Workers' Compen-

sation and other statutory benefits, followed by non-statutory benefits (e.g,,

health insurance) and absenteeism. Note that those findings are inconsistent

with Williams' findings with respect to Workers' Compensation costs. The Federa-

tion Employment study also found that only 15 percent of the firms reported

being opposed to hiring the disabled because of lack of job flexibility. This

finding also appears to be at variance with Williams' findings, but the e*plana-
1

tion may lie in the different methdds used; the Federal Employment, and Guidance

Service asked about actual experiences, while Williams asked about attitudes

Only. One-third of the respondents believed that impaired employees are "better"

workers; half believed that they are more conscientious; and 60 percent believed

that the impaired are less likely to quit. More than onetthird believed that

the disabled tended to abuse sick leave less. A significantly larger propor-

tion of large firms (1/2) than small firms (1/3) viewed hiring disabled workers'

favorably. The Federation Employment Study found that employers who had:em-

ployed,d.isabled workers in the -past were much more likely to view hiring them

favorably. Whether the differing results from the Williams and Federation

Employment studies are attributable to differences in questions asked, sampling

method, region of the country, or some other factor or combination of factors

is unclear.

Federation Employment and Guidare.c. Service, Survey of Employers'

Practices and Policies in Hiring of Physically Impaired Workers 41957).
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A number of authors argue that increased costs believed by many employers

to be associated with employment of the disabled are not real. 19 Also, studies

of performance records of disabled workerd indicate that at least performance-

related coats (absenteeism,.` ate of productivity,.onthe-job injury, etc.)

should not be higher for disabled than for nondisabled workers. 20

Nagi
21

cites two .articles supporting the view that employers fre-

quently underestimate the capabilities of disabled workers.

Data on cost of modifications to work placp are virtually nonexistent.

Several recent studies cite costs nf making universities accessible (see chapter

on A;chitectural Barriers), but the, comparison to work place is probably inappro-.

priate.

Employer Preferences

One of the most innovative and interesting studies of employer attitudes

is by Colbert.
22

Fifty-four Los Angeles area firms were surveyed. A strati-

fied random sample,-composed of firms of different size and in different in-

dustries was used. The authors probed the attitudes of employers by asking,,
c

them to rank various groups in terms of which ones they believed "most employ

ers" would be more likely to hire. (This was done with both a straight ranking

schedule and a matched pair schedule to allow comparison for reliability.)

Groups about whom the questions were asked include five physically disa3lee

groups: "cripples," heart disease tients, the deaf, cancer patients, and

ti
19. E. F. Cheit, Injury and Recovery in the Course of Employment (New

York: 1961) cited in Saad Z. Nagi, William M. Broom, and John Colrettet "Work,
Employment,_ and the Disabled," American Journal of Economics and Sociology,
January 1972; and Leonard Mastbaum, "Medical vs. Economic Progress for Diabetics,"
Minnesota Medicine, March 1974.

fo. The Performance of Physically Impaired Workers.
21. Nagi et al., "Work, Employment, and the Disabled.".
22. James A. Colbert, Richard A. Kalisk, and Potter Chang, "Two Psycholo-

gical Portals of Entry for Disadvantaged Groups," Rehabilitation Literature,
July 1973.
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the blind. Mentally and behaviorally disabled groups included were the med-
0

tally retarded, alcoholics, the mentally ill, and drug addicts. Minority

groups (Orientals, Mexicans, and blacks) were also included, as were "contro-

versial" groups-(student militants, policemen, prison parolees), old people,

and "neutral" groups (Canadians, whites, social workers).

The results indicated a significant and consistent ranking of 'those with

physical disabilities in the order listed above. More interesting, however-

was the finding that physical disability groups were clustered together and

ranked lower than all` - minority groups and old people and higher than all behav-

ioxal disabilities and mentally disabled groups. In other words, employers

were most open to hiring radical and ethnic minority group members, followed

by physical dif;ability group members, followed by behaviorally andmentally

disabled group members. Very little variation in these patterns was found

when the sample was subdivided into different sizes of firms or types of industry.

The only significant variation was found among manufacturing firms, where small

firms were found to be more likely to hire old people than were large firms,

and medium-sized firms were less likely to hire blind people than were small

and large firms. The implications of the finding that disabled groups are

consistently ranked below minority group members and old people are not entirely

clear. However, they may suggest the effectiveness of antidiscrimination laws,

affirmative action programs, and strong general public interest in ending

#
discrimination,in hiring against he latter groups. With affirmative action

now extended to the disabled, em oyer preferences, may shift.

A variety of other studies have looked into occupational characteristics

and labor force status of various groups within the disabled population. Of

particular interest are those which have focusedon minority groups and groups

of the severely disabled. Unfortunately, no cuulprehensive national study has
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been found in either--area. These studies tend to show that the effects of

401,

discrimination by the labor market With respect to race and to disability are

cumulative._

Bowe
23presenta information gathered from a number of previous studies

on the nonwhite deaf. The following conclusions were presented: (1) twice

as high a proportion of deaf nonwhites repbrted 8 years of less or school;

(2) one in five white deaf who work hold a professional or technical position,

while only one in 50 black deaf who work do. Half of white 'deaf women (who

work) hold clerical or sales jobs while the corresponding ratio for nonwhite

deaf, is one in 25. Only 5.5 percent of nonwhite deaf males are in the profes-

sional categories. There are virtually no black deaf professionals except

teachers. Median earnings of nonwhite deaf males are $2,611 compared to $6,473

for white deaf males. Corresponding figures for females are $990 and $3,547.

The author points to a general paucity of research in the area and to the fact

el4t many of the studies do not have representative samples._Nevertheless,

the results strongly indicate that among the disabled population, which is

as a whole economically' disadvantaged, nonwhites are in a worse relative posi-

tionthan whites. There is definitely a need for more research in thus area.
-

In a study of Workers' Compensation recipients in the New York metro-,j

politan area, Jaffe
24found that those who had "very poor" or no jobs-at the

time obithe survey tended to be older, less well-educated, unskilled. or semi-

skilled, and black or Puerto Rican. Unemployment was also much more common

among those who had several injuries than among those who had one. These find-

ings are consistent with Rowe -'s findings regarding the relatively worse position

23. Frank G. Bowe, Jr., "Nonr-White Deaf Persons: Educational, Psychological,
and Occupational Considerations," American Annals of the Deaf, 116(3), 1971.

24. A. J. Jaffe, lAncoln H. Day, anti Wc.3-er Adams, "Disabled Workers in

the Labor Market," Rehabilitation Literature, May 1964. 0.
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of the nonwhite disabled in comparison to the white disabled and also underscores

the relationship of. age, edpcation, skills, and.severity of disability to unemploy-

r-

ment and underemployment.

No study was found which adequately investigates employment characteristics

and labor force participation of groups of the severely disabled. Dvouch, Rusk

et al.
25
and Felton

26
are two studies which look at employment characteristics

of paraplegics and quadriplegics. In neither study are, the samples representative

enough to yield generalizable results, however; The Dvouch study concerns

55 persons who had been employed after medical rehabilitation. Among these,

there waa'a preponderance of professional, clerical, and skilled workers, indicat-

ing that a higt level of training and education yields greater employment prospects

for paraplegics and quadriplegics. Those who were employed were also found to be

significantly younger than those who were not.
*

The Felton study was a mailed questionnaire survey of 222 paraplegcs and

quadriplegics. The authors report that of the 23 percent of.the sample who

were quadriplegics, 48 percent were employed and half of these were inthe

highest income category. Sixty percent of paraplegics were reported employed.

1Those who were self-employid were ih the lowest income category. The authors

note that there was probably a substantial self-selection factor in returning the

questionnaire. In addition, a very high proportion of the sample--85 percent--

were veterans. This also indicates an important bias, in that disabled veterans
4

receive special employment-related services not available to other disabled persona,

25. Patricia Dvouch, Lawrence Kaplan, Howard Rusk, and Bruce B. Grynbaum,

"Vocational Findings in Postdisability of Patients with Spinal Cord Dysfunction,"

Archives of Physical Medicine and Rehabilitation, November 1ps.

26. Jean Spencer Felton and Myra Iitman, "Study of Employment of 222 Men °

with Spinal Cord Injury,"'Archives of Physical Medicine and Rehabilitation,

December 1965.
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A third study of paraplegics and quadriplegics, and the only one which does

not appear to have a heavily biased sample, is by Heitmman.
27

This study reports

on 77 paraplegics and quadriplegics who 'were rehabilitated at the University

of Mississippi Medical Center. Of the 47 who were alive at the time of.the study

(the death rate was extraordinarily high), only 4 percent (two) were employed.

The authors estimate the 46 percent were employable. They blame inadequate

medical followup and rehabilitation for the extremely low employment rate.

Performance of Disabled Workers

Although it is ancient by social research standards, by far the best

ape he only national comprehensive study of job performance of disabled workers
\

is the U.S. DepartMent of Labor's The Performance of Physically Impaired Workers in

Manufacturing Industries (1948).
28

In this study, Department staff examined
1

the employment records of 11,000 impaired and 18,000 carefully matched unimpaired

workers in manufacturing plants throughout the country. Data on productiv

)

ty,

absenteeism, nondisabling injuries, disabling injuries and quits were abstracted.

(The data on quits were collected at a later date than the other data.) The

methods used allowed very little margin for error. Company records rather

'than superviSafEl impressions were the data source. For each impaired worker,

0
one to three unimpaired workers were matched, not only for sex, age, and occu-

pation but also for plant, shift, and particular job within the same plant

and shift. (Where more than one unimpaired worker was found for an impaired

1 worker, appropriate computational adjustments, of course, were made.), The

mm,important finding was that differences between impaired, and unimpaired

workers in any of the performance categories measured were slight. Impaired

27. Harry B. Heitzman and Robert D. Curriet, "The Prognosis of Paraplegia
in.Mississippi: A Follow-Up of University Hospital Patients," Southern Medical
Journal, April 1970.

28. The Performance of Physically Impaired Workers.
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workers had slightly (1.0 percentrhigheE productivity rates and fewer disabling

injuries (8.9 injuries per million exposure hours compared to 9.5). The two

groups had iden4cal nondisabling injury rates. (I:paired workers had slightly

higher absenteeism rates (3.8 days per 100 scheduled workdays compared to 3.4),

and somewhat higher voluntary quit rates' 3.6 per 100 employees, compared to

2.6). Impaired workers had significantly higher involuntary termination (firing)

rates. The authors attribute.this to postwar practice of firing disabled

workers to hire returning (able-bodied) war veterefilk; Results were also

tabulated according to disabling conditions. Orthopedically impaired work-

. ere had a substantially lower disabling injury rate but a substantially

higher quit rate than their controls. Multiply impaired workers had a some-

what lower disab4ng injury rate than their controls. One of the conclusions

that the authors draw is that the physically impaired workerois not necessari-

.

ly a handicapped worker. The results of this major study are strong evidence

that employers' fears of low performance rates among disabled workers are un-

justified.

As mentioned above, no study comparable to the 1948 Department of Labor

study seems to have been done since. What evidence has been presented more

recently on performance rates of disabled workers has generally been consistent

with the findings A that study. Mastbaum
29 reviews a number of studies

reporting absenteeism among diabetics and finds inconclusive and conflicting

results. Dvouch, Rusk, et al.
30 refer to a study of 100 employees indicat-

ing that handicapped workers' performance is equal to or better than that of

non-handicapped workers.

29. Mastbaum, "Medical v. Economic Progress."

30. Dvouch et al., "Vocational Findings in Postdisability."
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It is'sometimes argued that performance of disabled workers is irrele-

vant or meaningless because of the selection process inherent in hiring.

The argument is that obviously only qualified disabled workers are hired

and therefore there is no reason that their performance should be different.

Yet the value of performancestudies lies exactly in that they give empiri-

MN cal evidence to support (as it turns out) this assumRtion. Many employers

apparently do believe that disabled workers have the same performance

rapes as others, even though it may be obvious to the social scientist that, '

given hiring selection, they should.

Hanman
31 argues convincingly that efforts to determine work capacities

of groups with various physical limitations and match them with physical

requirements for job categories are misdirected and will always 1 titto a

large proportion of incorrect assessments. For this he gives two,reasons.

First, even Workers within a narrowly defined disability category (e.g.,'

those who have had one arm amputated) vary greatly in their,abilities to per-

form many tasks. Even if an accurate estimate of the physical capacities of

the average one arm amputee can be developed, there will be many who cannot

meet the average and many who can exceed it. (The same principle of course

applies to quadriplegics, the blind, etc.) Second, even occupations narrowly

described or defined vary greatly from one plant or office to another and may

vary greatly within the same plant or-office. Hanman gives the example of

'arc welders in a part ular shipyard. Arc welders working in one shop can

perform their jabs equately if they are deaf, missing one arm, in a wheelchair,

have back injuries, have a heart condition, have a shoulder disability, are

missing fingers, or have a nervous condition, while arc welders working in/

31. Bert Hanman, Physical Capacities and Job Placement (Sweden: Nordisk

Rotogravga, 1951).
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another part of the same shipyard cannot have any of the above impairments.

The central point is that physical impairmpnts do often limit capacity to

perform jobs, but the relationship between the two is nearly impossible to

systematize and generalize in the process of job,placement. Attempts to do

so are likely to lead to the exclusion of some disabled worker's from jobs .

which they can perform and perhaps alp to hiring of some disabled workers

for joba'which they cannot perform. The author recommends taking an individual

approach to assessing the capacities of each worker and the requirements for

each job.

Felton
32 reports on a survey of 101 Los Angeles area employefs to probe

their attitudes toward and experiences with hiring paraplegics. Irrespective

of experience with disabled workers, employers were found to believe that

paraplegics were best suited for nonprofessional jobs and jobs requiring a

minimum off public contac4. (Ironically, paraplegics were found to be employed

most frequently as professionals, then, in order of frequency, as semi-profes-

sionals, skilled, unskilled and clerical workers). Most employers reported that

they expected performance.of impaired workers to be the same as or better than

that of non-impaired. The study also found that many employers feared the nega-

tive effects of "reactions of others to the disability."

England
3
? reports on a national survey of employers. The most im-

portant finding from this study is that although most personnel managers and

supervisors surveyed indicated openness to hiring impaired workers, their an-

, swers to other questions, such as opportunities for advancement and actual em-

ployment practices indicated that they were less open in practice than in theory.

ca.

32. Felton and Litman, "222 Men with Spinal Cord Injury."

33. George W. England et al., Attitudinal Barriers to Employment, Minnesota

Studies in Vocational' Rehabilitation, Bulletin 32 (1961).
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Bauman
34 reports on a purvey of employers of blind workers. Of these employ-

ers, 88 percent rated their employees as "superior or completely satisfactory,"

and 76 percent would favor hiring blind workers in the future. Other

ratings for blind workers_ were also high. The authors hasten to point out that

these results are not conclusive, since the employers surveyed were referred to

the authors by a rehabilitation agency and were not necessarily representative

of employers of blind workers in general.

In "EMployer Prejudice Against the Mentally Restored-Fact or Fancy,"

Olshanky
35 makes reference to an earlier study in which he found that employers

have varying degrees of prejudice against the mentally ill and that the larger

the firm, the less likely it is to be open to hiring them. 3 6 However, he also

presents new evidence to show that those ex-mental patients who want tVwork

are able to find jobs without much trouble (mostly by concealing their mental

illness history or "passing"). He suggests that unemployed ex-mental patients

are not unemployed because of employer prejudice but either by their own choice

or because they are unemployable. He urges rehabilitation professionals to stop

paying so much attention to employer attitudes and to focus attention instead

on such issues as how best to provide services to ex-nital patients while

they are employed and how to serve those who are unemployed in the best ways.

A great deal of effort has been put into campaigns as "Hire the Handi-

capped Week" in themUnited States, and some writers claim that such campaigns

have been successful. Yet, so far as we know, no evidence has been produced

that they have had any success at all.

34. Mary K. Bauman and Norman M. Yoder, Placing the Blind and Visually

Handicapped in Clerical, Industrial, and Service Fields (Vocational Rehabili-

tation Administration, 1965).
35. Simon Olshandsky and Hilma Unterberger, "Employer Prejudice Against

the Mentally Restored- -Fact or Fancy?" Journal of Rehabilitation, Nov.-Dec. 1973.

36. Simon Olshansky, Employer RecepLivi-y in Rehabilitation for the Men-

tally Ill (Washington: AmeFican Association for the Advancement of Science, 1959).
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A number of studies have reported on projects to change employers' atti-

tudes toward hiring disabled groups.
37

None have been successful. A particularly

well-planned, intensive, and multi-faceted effort to change 4&194loyer attitudes is

reported in Sands in examining an experimental project to measure and attempt to

change employer attitudes toward hiring of epileptics in a city with a very

low unemployment rate. A second city, with a comparably tight labor market,

was used as a control. It was found that even with an unusually high demand

for labor,)only 25 percent of the employers surveyed expressed openness to

hiring epileptics. An intensive, year-long educational and public relations

campaign was undertaken to change attitudes of employers in the experimental

city. The campaign included opening a downtown office, making radpihnounce-

ments, printing newspaper articles, showing a feature movie on epilepsy at

a downtown theatre,. sending letters and brochures, and approaching employers

through church and civic organizations. At the end of the year, the question-N
naire was again administered in the two cities, and no significant changes

in attitudes were found.

Another project to change employer attitudes reported that the only ef-

fect of an educational campaign was to make some employer even more adverse

than they had been at the start of the project toward hiring epileptics.
38

In

the survey of 50 employers in Baltimore, Maryland and Tacoma, Washington,

Greenleigh Associates
39 reported that those few employers who recommended public

37. Kevin C. Baack, Michael Conn, and Merle riillejc, "Demonstrating How

a Rehabilitation Center Can Reduce Community Barriers to the Employment of
Epileptics," NTIS Microfiche; Joan Fell Murray, "An Experiment in Changing
the Attitudes of Employers Toward Mental Illness," Mental Hygiene, July 1958;

and H. Sands and S. S. Zalkind, "Effects of an Educational Campaign to Change

Employer Attitudes Toward Epileptics, Epilepsia (Amsterdam), January 1972.

38. Baack et al., "Demonstrating How a Rehabilitation Center Can Reduce

Community Barriers."
39. Greenleigh Associates, Inc., A to Develop a Model for Employ-

ment Services for the Handicapped (New York: The Associates, 1969).
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education campaigns as an effective means of securing employment for the handi-.

capped were among those who hired no handicapped workers.

Virtually all the studies on employer attitudes have found that large,pro-

porApons of employers disfavor hiring disabled people. There are strong in-

dications that these attitudes are in large part based on nonrational, negative

feelings--prejudice, in other words--rather than on realistic fears of low pro-

ductivity, high absenteeism, high insurance rates.

There are also indications that certain groups of the disabled, particu-

larly those with mental and behavioral disabilities and those with severe or

aggravatable physical disabilities, are more disfavored by employers than others,

though the evidence on this question is not entirely consistent. There is con-

flicting evidence about whether employers vary in their attitudes toward hiring

the disabled according to size of firm or type of industry, and also about what

factors employers fear mostoin hiring the diSabl . The available evidence

seems overwhelmingly against educational and pub is relations campaigns as

effective means of increasing or bettering employment for disabled people.

Labor Union and Co-Worker Attitudes and Policies

No study has been fo d dealing with this issue. In an opinion article,

Kwapp
40 suggests that labor unionvolicies are a significant deterrent to em-

ployment of disabled workers. He cites the example of nonstreapous jobs being

reserved for workers with seniority and therefore unavailable to the disabled

potential new employee. Another way in which labor union policies may restrict

employment opportunities for disabled workers includes rigid standardization of

jobs and job ladders (possibly not allowing flexibility to adjust jobs to the

needn of disabled workers).

40. Miland E. Knapp, "Employment of the Handicapped," Postgraduate MediCine,

July 1970.
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It is important that this area be investigated for two reasons: (1) union

policies may operate as barriers; (2) unions are in a powerful position,

to force employers to change the policies which tend to restrict job oppor-

tunities for the disabled. To elaborate on the second point, it may be that

certain' policies that affect the disabled, worker adversely come primarily from

the empldyer, or come from both the employer,and the union. In either case, if'

the union can be convinced of the injustice or inutility of such policies, it.

4
)

may have a strong fever for changing them.

Work Environment, Equipment, and Job Structure

No study dealing with the extent to which work environment, equipment

and job structures constitute barriers to employdent of the disabled has

been found. Yet various projects have demonstrated how modifichtions can,

make it possible for disabled people to perform jobs which are otherwise
43p

impossible or impractical ford hem or dangerous to their heatth.

Viscardi
41 describes a competitive workshop in which numeious

pensive equipment modifications have been made to accommodate the needs of

disabled workers. NakiMura
42 repos on );be use of filM and electronic equip-

.

mint to detect the formation of pressure sores among workers in wheelchairs

in a shop for disabled workers in Japan. 'He also describes equipment modifi-

orations, including on-off switches thatrcan be controlled by blowing. Servicin

4

the Disabled... Vauxhall describes environment. and equipment modifications

made to. enable disabled workers to become fully productive in an automobile

f
41. Henry Viscardi, Jr., "The Adaptability of Disabled Workers,"

Rehabilitation Record, May-June 1961.

42'. Yutaka Nakamura, "Working Ability of Paraplegics," Paraplegia, %

August 1973.'
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manufacturing plant in Englar.d.
43

Schworles
44 describes in detail variou : Ailsdi-

o

.fications:made in electronic data processing and microfilming equipment which -

9

were made specially for individual,. severely handicapped workers to allowth

to become maximally productive. Competitive levels of production were reached

by all or nearly all participants in this project, despite disabilities such

as quadriplegia, multiple sclerosise, and cerebral palsy, Most of the equipmegt

modifications described in the above articles and reports were relatively simple

and inexpensive, and they clearly have applicability `to other work situations

where disabled people are--or could beemployed. There is a tremendous need

to gather and organize what work has already teen done in this area and to

do further research. Mnreover, means must tae developed of communicating and

applying the results, both in ,public and in private employment.

With regard to job structures as barriers, Viscardi
45

reports on some

pioneering work. He reports that "requirements" for a particu r job fre-

quently are not actually necessary to its successful performance. He also

reports that many job's usually regarded as stand-up jobs can just as easily

--or more easily--be performed sitting down. Greenleigh Associates
46

renOrt

Ihat many State and local governments have job requirements that bear no

relation'to successful performance. For example, many require the taking of

written civil service tests that mentally retarded people cannot pass for jobs

that they are capable of performing. Rigid career ladders may also constitute

i J-----

43. "Servicing the Disabled--How Vauxhall Motors Brought Their Disabled

Employees Together Under One Roof with Optimum_Environmental Conditions,"

Personnel Management ( ondon), March 1974.
44. Thomas,R. Sh rles and Irene G. Tamagna, Development-of Modern .

Vocational Objectives for Severely Disabled Homebound Persons: Remote Com-

puter Programming, Microfilm Equipment Operations, and Data Processing

(Washington: George Washington University Rehabilitatiln, Research Center,

1973).
45. Viscardi, "The Adaptability of Disabled Workers."

46. Greenleigh Associates, Inc., Moael ..:Jr Employment Services.
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barriers for:disabled workers who may, for example, be able to perform the -

,requirements for higheiClevel but not for entry level jobs, or for entry and

higher - level' jobs but not fot igtermediate jobs. There is also a great need

:f6r.systematic research into the area of fob structures in relation to the

.capabilifiesof disabled people.

Supply Barriers to Employment

the:most severely handicapped are confronted with a number of factors

Which inhibit thqi; participation:in the competitive economy or in gainful-

1441

work, such.,ap.ibw levels of education, 'lack of job experience,' lack of job

related skills,.psychological barriers, the high costs of job%searches, the

unavailability and high cost of transportation, and the economic disincentives

in the "welfare system."

Older workers under the age of 65 will tend to have some difficulty in

at

becoming employed after becoming disabled than younger workers.. Although there

is little evidence that ability in occupational skills deteriorates much before

0:0

age 60, older workers tend to be less able to adapt to ,change than youngerfwork-

ers. Older workers tend to be more concentrated in declining and static indust-

ries. In addition, employers appear to discriminate against order workers, be-

cause of their age.

The noninstitutionalized handicapped aged 18-65 show a considerably older

age distribution than the nonhandicapped population, having a median age of

53 compared to a median of 40 for the rest of the population. They have a median

of 9 years of sc ool compared to 12 for the rest of the similarly aged population

and are 20.5 percent black compared to the national per centage of 10.8 percent.

Since 43.5 percent of the severely handicapped have had disabilities for 10

years or more and 76.6 percent have been disabled for 3 years or more, it is

34
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highly probable that they have not developed the social skills needed to function

in a competitive economic position.

Similarly, toe level of experience gained on the job is low for such an

old population. The median number of years\of employment was six. The type

of employment was much less skilled than for the rest of the population, with

only 14.1 percent in professional or managerial positions.

Some studies of unemployment indicate that motivation appears extremely

important in determining what a person is able to do economically. This ob-

servation is even more applicable to the severely handicapped who are confronted

with severe psychological barriers to performance. However, although many

of these Individuals and their families probably have developed negative atti-

tudes about the prospects of becoming employed and about their capabilities,.

it does not necessarily reflect a lack of interest in becoming employed.

Another
)aspect of this problem is that the disabled may have higher job

search costs than the nondisabled because their employment opportunities are

more limited, their networks of social contactsae less extensive, their

mobility is restricted, and psychic barriers are harder to overcome.

The unavailability of transportation to likely places of employment or its

excessively high price may deter many of the potentially productlzleverely hand

capped persona from working. A.survey by Abt Associates, Inc. of individuals

limited in mobility found that of the entire handicapped population, 13 percent

of the persons aged 17-64 indicated that they would be able to return to work

if transportation were no longer a problem.
47 Since their survey sampled indivi-

duals with all kinds of disabilities some of whom were employed or partially'

("-

47. Abt Associates, Inc., Travel 1.4.71,,rs, Transportation Needs of the

Handicapped, prepared for the U.S. Departrdent of Transportation (DOT, 1969).
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employed, the Abt Associates estimate may be conservative. In the chapter

.,on transportation in this report, an estimate is derived using the Abt Asso-

-7

ciates. survey results that suggests approximately 200,000 persons would/become

employed if.a national mobility program were instituted.

One of the most difficult barriers to evaluate is that of economic dis-

incentives. Some severely handicapped personab.are performing unpaid work,

are underemployed, or are unemployed because they cannot afford to lose their

disability benefits. The value of those benefits, such as Medicare or Medi-

caid and welfare-financed services such as attendant care, can amount to more

than $7;000 per year.
48

The disabled groups wii;ch have the most difficulty in finding employment

are the mentally ill, the mentally restored, mentally retarded, the crgerd-
ar,1,2

tally disabled, and older disabled workers. Table 13-8 portrays the%rXtive

magnitude of the' different disorders on employment experience and suggests V

the employment potential by diagnostic category.

Although no figures are avaIable

on the number of severely disabled who

appear that the congenitally disabled

from the 1966 Survey of Disabled Adults

were congenitally disabled, it-would

tend to be less well educated, less

skilled than those disabled later in life andl than. the rest of the population.

Simply because of their lack of human capital, the congenitally disabled would

appear to have4g4iculty finding employment.

The mentally ill and retarded numbered approximately 506,00U in 1974.49

Because the mentally ill who are not in institutions have difficulty in

48. Interview with Phil Draper, Center for Independent Living. This

estimate is based on 7 severely disabled staff members. Twenty-three percent

of the benefits were medical.
49. Lawrence D. Haber, Epidemiological Factors in Disability: I. Major

Disabling Conditions, Report No. 6, Social sc. rity Survey of the Disabled:

1966 (DREW, 1969), Table 7. Note: The number is updated by a factor of 1.164.
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c

Table 13-8

Work History of Severely Disabled Adult Population in"1966: Percent of

Persons in. Each Diagnostic Category by Work History

Major` Diagnostic Category Severely Disabled

Total Population

Never
'Employed'

Employed in Past
But Not in 1965

Currently
Employed (1965)

Musculoskeletal disorders 6.0 55.1 38.8

Cardiovascular disorders 10.4 r 54.4 35.1

Respiratory and related
disorders 8.8 58.6 32.0

Digestive disorders 9.7 48.6 41.7

Mental disorders 36.9 40.6 22.3

Nervous disorders 25.6 55.6 18.6

Neoplasms 9.9 42.2 47.9

Urogenital disorders 3.2 36.3 60.5

Diabetes 22.8 55.1 22.1

Visual impairment 23.6 49.4 - 26.9

Other and unspecified
conditions 21.7 46.3 32.0

Source: Pearl S. German and Joseph W. Collins, "Disablility and
Work Adjustment," The Social Security Survey of the
Disabled, 1966, Report No. 24, July 1974, Table 7.

3484.
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demonstrating the social skill's needed for successful long-term employment,

they have a hard time finding jobs. Most certainly, the mentally retarded

face some employer discrimination.

Although the d@ta do not reveal the IQ levels of those who are mentally

retarded, it appears that 193,0000individuals between the gages of 18 and 65

in 1974 were severely disabled because of mental retardation.
50 In 1970, there

were, approximately 152,000 noninstitutionalized
indiyiduals aged 20 to 64 with

IQs of less than 40. In the IQ range of 40 to 50, there were 96,000 individuals.

Studies on employment of the mentally retarded suggest that those with IQs

below 40 have very little prospect of becoming gainfully employed.51 Approxi-

mately 40.000 of the mentally retarded in the severely handicapped popula-

tion have IQs above 40 and a reasonable chancp of becohing employed.

Work Values and Job Satisfaction of Disabled Workers

1. Work Values-.-Nagi
52 cites a study by Friedmann and Havinghurst

showing that 72 percent of a sample offomebound, chronically ill people viewed

work in terms of five fun9tions identified by the authors as being functions

of work for people in general: "economic support, regulation of life activities,

identification association, and meaningful experience."53 He cited another

study indicaring (for a limited group of cardiac patients) "that workers with

impairments espouse much the same occupational goals as workerb in general."

These studies tare clearly limited in their sample populations, and it is risky

to generalize from them to the disabled population as a whole.

50. Ibid., Table 7. Note: The number is updated by a factor of 1.164.

51. Ronald Conley, The Economics of Mental Retardation (Baltimore:

Johns Hopkins University Press, 1973), pp. 202, 207.

52, Nagi, "Work, Employment, and the Disabled."

53. Friedman and Havinghurst, "Work and Retirement," in Man, Work, and

Society (New York: Nosowand Farms, 1962.).
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The only in-depth study of disabled people's work values found is Kin:idle.
54

This study is an investigation of the work values of four subsamples of didabled

people: cerebral palsied, recent Vietnam War amputees recovering in a hospital,

a group of,patients from a mental hospital, and the deaf. A.schedule of questions

plus an empirically derived set of work value factors (such as altruism, indepen-

deuce, intellectual challenge, variety, and monetary rewards) was given to the

four groups and to.,camparable nondisabled. The amputee group placed significantly

higher values on4altruism, prestige, and.work conditions and associates than

did the nondisabled. All of these factors r:late to social values of work.

The deaf sample placed significantly higher values On altruism, art, prestige, and

work conditions and associates and somewhat lower values on intellectual challenge.

and leadership than did their control group. The male cerebral palsied placed ,

significantly higher values on monetary rewards and work conditions and associates

and somewhat higher values on prestige and variety than did their controls.

This group seems to diverge from the pattern indicated in the other disability

groups of valuing primarily the social values of work more than nondisabled
0

do. The female cerebral palsied placed significantly higher value on leader-

ship-prestige, and somewhat higher value on variety, scientific inquiry, and

monetary rewards. The psychiatric patients placed significantly higher values

than their controls did on art, scientific inquiry, prestige, and work conditions

and associates, and significantly lower value on intellectual challenge. The
a

authors-conclude that in general, disdbled people.place a higher value on the

social aspects of work than other groups. This conclusion seems somewhat ques-

tionable in light of the results for the cerebral palsied, the fact that only four

groups of the disabled were examined, and the fact that the amputees, having

54. John F. Kinnane and Anlanas Swiziedelis, Work Values of the Handi-

capped (SRS, 1966).
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recently returned from Vietnam with serious injuries, may have been a very

special case, not representative even of amputees in general. Nevertheless,

the results seem to indicate that the disabled are not a homogeneous group with

respect to work values. The evidence suggsts that attitudes toward work do

not represent any more of a supply barrier to work for &e disabled than they

tr.

° do for'the nondisabled.

Job Satisfaction--There is virtually no literature on the degree of satisfaction

and fulfillment that disabled people experience on their jobs. Only.two

55
articles touched on this issue in an empirical way.

Bauman's survey of 752 blind workers in clerical, service, and industrial

positions indicates that these workers generally express satisfaction with their

'jobs, but that they express dissatisfaction with their lack of job mobility.
56

Typically they have little authority and little opportunity for advancement.

Boatner's survey of young adult deaf in New England
57

reaches a similar

conclusion. While those who were employed indicated satisfaction with their

present jobs, they had aspirations for jobs they would hold 10 years in the

future which were very different from their present jobs in terms of wages,

V,
and responsibility; the jobs they were in were "dead-ended".

55. Bauman and Yoder, Placing the Blind and Visually Handicapped; and

Edmund B. Boatner, "Occupational Status of the ung Adult Deaf of New England

and Demand for a Regional Technical-Vocational Tritining Center," unpublished

Final Report, American School for the Deaf,'West Hartford, Connecticut.

56. Bauman and Yoder, Placing the Blind.

57. .Boatner, "Occupational Status."
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Attitudes of the Disabled Themselves and Family Members

Very little literature was found on this issue as a barrier to employment.

Boatner found a marked incidence of very strong resistance among parents of

deaf young people in rural areas to their leaving home to receive vocational

training or placement.

Gellman
58 believes that disabled people internalize "diecrimination-

inducing behavior" and in this way act as a barrier to their own social func-

tioning, including hiring for employment.

Scott
59 believes that many blind people are manipulated into dependent

attitudes and behavior patterns by "blindness agencies" (including workshops)

which keep them trapped, thus making it impossible for them to function in.

a normal commercial plant.

Bruckner
60 reports that in a study of severely head-injured people in

England, he found that psychological symptoms are the greatest barrier to

returning to work. ,Haber61 cites a few studies (mostly English) indicating.

that attitudes toward self and work are more important determinants of return

0

to work than are medical recovery or functional limitation.

There seems to be a need for further investigation of this area, parti-

cularly id the Uhited States. It is possible that cultural differences would

create significantly different findings in this country from those reposted

in the British studies.

58. William Gellman, "Roots of Prejudice Against the Handicapped,"

Journal of Rehabilitation, January-February 1959.

59. Robert A, Scott, The Making of Blind Men.(New York: Russell Sage

Foundation, 1969).
60. F. E. Bruckner and A. P. H. Randle, "Return to Work After Severe

Head Injuries," Rheumatology and Physical Medicine, August 1972.

61. Lawrence D. Haber, "Age and Capacity Limitation," Journal of Health

and Social Behavior, September 1970.

352



335

POLICY OPTIONS FOR EMPLOYING THE SEVERELY HANDICAPPED

A wide range of approaches might be used Co increase the employment of

the severely handicapped. Those suggested in this section represent a few

that seem possible. They are organized into two groups: one dealing with

supply and the other with demand.

'This analysis limits itself to policies that represent.dtrect interven-

tions in the labor market; it does not consider the other needs which are 'nec-

essary for the severely handicapped in order to be able to work, such as

medical, educational, rehabilitation and'social services., Medical care is

certainly a prerequisite for the severely handicapped to be able to carry

out daily living functions. For children who are disabled, early educational

and vocational counseling will improve the likelihood that they 4/1 be as

productive as possible in later life.

A necessary ingredient in a policy mix aimed at improving the employment

opportunities of the severely handicapped is a government commitment to main-

tain full employment. However, as moat people know, full employment is not

synonymous with zero unemployment. There are many people who would like to

work but are unable to find work at full employment levels of esollomie.

activity because of labor market handicaps such as inadequate skills or un-

desirable characteristics and race, sex, or age discrimination. As we described

above, the severely Handicapped are likely to beldiaproportionately represented

in the unemployed-during full, employment periods because the demand for

their services appear to be smaller than the - demand for the services of

'comparable nondisabled workers. Since we also expect the supply of severely

handicapped workers to be smaller than the supply of comparable nondisabled

workers, the demand differential does not necessarily imply a similar

unemployment differential, although we suspect that a meaningful part
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of the supply differential may be attributed to the "discouraged worker"

effect (i.e., worgera dropping out Of the labor force even though they would

like to work because they do not think they can find work). Thus,iin what

follows, we discuss programs aimed at severely handicapped workers who have

difficulties finding employment even when the economy is at full employment.

The policies we describe, therefore, may be highly redistributive in nature,

ahifting employment opportunities away from other workers. While such

redistributive measures may equalize the employment opportunities of-severely

handicapped workers, the costs of this equalization in terms of the employment

opportunities lost by the nondisabled workers must be kept clearly in mind.

Demand: Public Sector Employment

It is highly unlikely even in times of prosperity and full employment

that employers in the competitive labor market would absorb any but a frac-

...

tion of the severely disabled people who could be brought to work capacity .

through vocational rehabilitation services. VR counselors and other

rehabilitation specialists who responded to the Provider of Rehabilitative

Services Questionnaire indicated that "lack of available jobs" and "resistance

of the competitive labor market toward hiring the severely handicapped" were

the most significant impediments to rehabilitating severely handicapped people.

Also, experience over the years in the State-Federal VR program has shown

that vocational placement of the severely handicapped takes place in increased

numbers only through special training and placement programs designed especially

for 'arioua disability groups (the mentally retarded, the blind, the deaf)

and'that activities have fallen far short of aerving and'placing all the

aevere disabled people in these disability categorieswho require and could

benefit from their service. Moreover in many cases, when demonstration ends,

0

job placements level off or decline.
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Public Service Work Programs: The establishment ublic service work pro-

.

grams for the disabled should be considered as a major means of providing

meaningful paid employment to all severely disabled people who wish to work,

who are now capable of working or can be made employable, and who will N -

not find work in competitive employment. As envisioned, this program would

operate in all the States through special grants to the State VR

agencies. These agencies would be responsible for the administ

tion of the program and would empla'y-aieCi staff for this purpose. The

State NR agencies would establish-public s rvice work projects throughout

the State with a variety of public service agencies -- schools, health

departments, recreation departments, traasportation departments, public safety,

hospitals--in fact, any agency with whiph a sound, meaningful work project

could be developed. The project activitty would be an essential activity, but

one which the public service agency c uld not finanee and conduct itself.

The public service agency would :provi a the required facilities and the

)

State VR agency the workers, to whom/wages would be paid in relation

to the services performed. Examples are school or recreational aide services;

serving as attendants, readers, in/
erpreters, tutors, etc., to people in

their own homes or, institutions who require such services; the mierofaming of

tax and other public recordailp a central location or in the homes of the disabl-

ed people if they are homebound; the repair and maintenance of books in public I
e
and school libraries; assisting public safety officers in the preparation

and filing of reports; assisting courts in parole, probation, and paper work;',,

serving as intervieUers.and enumerators (by phone if homebound), data processors

I

,)
and data analysts in educatiOnal, traffic, health, environmental and other

355



338

Rob

. studies and research; and as physical conditions permit, filling a variety

of professional, artisan, clerical and manual jobs in constructing alteration

and remodeling of public parks, buildings, and facilities. The State vocational

rehabilitation agency and the local participating agencies should have great

latitude in developing public service projects to encourage imaginative activi-

ties, particularly the kind that will lead to improvement in the quality of life

and that will permit some of the project activities to be petformed in the

homed of those disabled people who are unable to leave their homes.

The Federal Government already has a number of programs for employing dis-

abled people. Along them are the Randolph Sheppard Act program for blind vendors

in Federal buildings
62 the Internal Revenue Service program to train and employ

blind people as taxpayer service representatives
63 and the Postal Service program

to employ deaf people as distribution'clerks.
64 There is also the Federal policy

of allowing vocational rehabilitation agencies (and the Veterans Administration)

to certify men-telly retarded dnd other handicapped persons for a variety of posi-

tions, obviating the need for them to take exiaminations.
65

A more thorough review

ciency in solving e employment problems of the, disabled. Judging from figures
1

presented by Rose heir overall impact is not great. A total of only 152 dis-

abled people per year were placed in Federal jobs under the various programs

62. William W. Thompson, Adapting the Randolph-Sheppard Vending Stand
Program to the Advances of Automation: Final Report, 1968.

63. Elmo A. Knoch, "Training Blind Persons to Work as Taxpayer Service
Representatives for IRS," NTIS Microfiche, May 1971.

64. Edward R. Rose and Hedwig W. Oswald, "Decade of Change-Growth of
the Federal Government's Program to Hire the Handicapped," Rehabilitation

Record, September-October 1971.
65. Greenleigh Associates, Employment Services; and Rose and Oswald,

Decade of Change-Growth.
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considered in that article. There is no evidence on what might happen ft the

-7

existing programs are expanded.

GreenleIgh
66 Associates report that the major barriers to public sector employ-

.

ment of disabled workers exist in State and local governments. While at least

one state (Maryland) has progressive programs similar to those of the Federal

Government, most State and local governments do not. Many have examination And

physical requirements that are irrelevant to the adequate performance ót the

respective jobs., A thorough national investigation of such policies would be the

first step toward removing this barrier.

Feldstein
67

discusses a large-scale public employment program as a policy

alternative for substantially increasing the employment of disabled people. He

opposes it, however, preferring employer and employee subsidy alternatives. His

reasons are (1) that a public employment program would draw disabled workers

away from private emploYment, and (2) it would be likely to protect or foster

inefficiency. Argument 1 is not convincing since there is no intuitively obvious.

reason why disabled workers should be primarily in private as opposed to public

employment. Argument 2 ls stronger and suggests a real danger in large-scale

public employment programs., Another danger would be isolating disabled work-

ers from other workers. However, it should be possible to design a public service

employment program that would encourage high productivity among disabled work-

ers and provide integration in work situations.

Demand: Sheltered Work Positions
t5k.

Many severely 4andicapped persons are currently employed part-time or

unemployed could be employed in the competitive/economy if sheltered work

positions are developed. These positions provide jobs that are especially

66. Greenleigh Associates, Employm,-t. Services.

67. Martin Feldstein, "The Economics of the New Unemployment," The Public

Interest, 1973.
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tailored to the capacities of the handicapped worker in a competitive work en-'

vironMent. The few demonstrations that have been developed suggest that assist-

ing an employer in designing the appropriate work environment is potentially very

effective in creating employment for the severely handicapped.
68

Many severely handicapped people need the protective environment and services

of a sheltered workshop in:1-Aier to work. Some have been idle so long that

they have completely lost their work skills; others are incapable of working

an 8-hour day on a sustained basis. The nature and pressures of the competitive

labor market. will not permit the hiring'of workers who in any way fall

short of meeting normal job standards. We discuss workshops in the Chapter

on Rehabilitation Facilities.

Demand: Wage Subsidies

Another way of stimulating demand is t9 make the severely handicapped less

costly to employers by subsidizing some of their/wages.. Under such a program

the Federal Government would pay the employer the difference between the value

of the worker's product apd the minimum-wage rate or pay a fixed percentage for

certain kinds of employed handicapped. These subsidies could go to both cnmpe-
.

titive and sheltered enterprises. Although the cost of this program is not

calCulated here, it would be possible to,arrive at a guesstimate by using the

wage rare of those, in sheltered workshops as a proxy for the value of labor

and by calculating the difference with the minimum wage.

68. Nagi, "Work, Employment, and the Disabled," p. 31; D: Clarke and A.

Biscardi, "Industrial; Therapy in a Large Psychiatric Hospital," Psychiatric
Quarterly,lktober 1963, pp. 648-651; #bilities Incorporated of Florida,

"Employment of the Physically Disabled in a Competitive Industrial Environment,"

Pamphlet, 1966; Viscardi, "The Adaptability of Disabled Workers,"; Shworles and

Tamagna, Development of Modern Vocational Objectives. For a discussion of the

experience with job creation in Western Europe see: Beatrice Retibens, The Hard-

to-Employ: European Programs (New York: Columbia University Press, 1970).

ti
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T4 WIN Tax Credit. of the Revenue Act of 1971 is one public program that

has implemented this appiOach, although it is more complicated than the one

proposed here. -Under this Federal 'program, deductions are allowed for training

costs and supplementary benefits.

The effect of the subsidy in stimulating demand for labor is a subject of

study and debate. The European experience with wage subsidies suggests that they

have not been very effective in generating employment and must be set a high

levels in Oqker to, affect the demand for disabled labor." An Urban Institute

study of the WIN Tax Credit indicated a slight increase in employment of welfare

recipients.
7
9

Several: studies of wage rate changes have arrived at different conclusions

as to the impact of the prograi,on employirig low-skilled labor. Some suggest

small effects while others suggest potentially strong employment effect.
71

One supplementary means of increasing employment opportuniies for the dis-

0
abled with.private as well aspublic emploYers is to prow de subsidies or direct

grants for making appropriate work environment and equipment modifications.

Provisions for such modifications are included in the 1973'Rehabilitation Act,

but data are not available to assess utilization.

A number of writers have urged the use of publicly financed employer sub-

.77
sidles. Sometimes this recommendation is predicated on the belief that

69. Reubens, The Hard-to-imploy,.ppt 162-113, 396.

70. R. Crandall, C. D. MacRae, and L. Y. Yap, "Employment and Wage Effects

of the WIN Tax Credit," Working Paper 3603-2, The Urban Institute, Washington,

1973.
71. Alan Fechter, "Full Employment and Income Security: The Role of Wage

Subsidy Programs as Policy Weapons," Working Paper 963-29, The Urban Institute,

Washington, 1973.
72. E.g., Paul M. Ellwood, Jr., "The Rehabilitation-Industrial Complex:

Toward a New Rehabilitation Market," Journal of Rehabilitation, March-April 1969;

and Wolkowi.tz, "Demand for Diiabled Workers."
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disabled workers are less productive than other workers. Although many disabled

workers are (or would be) less productive than other workers on some jobs and

some disabled workers would be less productive than others on most jobs, evidence

on productiVity indicates that if job and worker are matched, disabled workers are

generally at least as productive as others.
73

This still leaves unanswered the

question of whether or not the main reason whymore disabled workers are not

hires is that most Unemployed disabled workers are relatively unproductive

for jobs in which people are being hired. If this is the case, employer subsidies

to make up for the relative inefficiency of these disabled workers (as a stimulus

for hiring them) would make sense. However, if the problem lies primarily

in employer prejudice, irrelevant or overly strict job requirements, overcaution

on the parts of company physicians, and/or restrictive union policies, then

employer subsidies may have to be, extremely high to offset this barrier.

Feldstein
74 assumes that disabjed workers are less productive than

others and proposes that either an employer'subsidy system or. an employee sub-

sidy system (allowing employers to pay less than minimum wage) be used to make

up for low productivity. Thepemployer subsidy system that he outlines tries to

avoid the problem of cc$mpensating employers for hiring the disabled workers whom

they would have hired anyway. It, would pay only the difference between what the

employer is willing to pay the worker and the minimum wage, and a disabled work-

er would be able to-go to any employer with his subsidy. Apparently, only em-

ployers of those disabled- workers who are judged to have low productivity would

be eligible, although the author does not discuss this point.

73. The Performance of Physically Impaired Workers.

4 74. Feldstein, "The Economics of the New Unemployment."
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Demand: Employment Quotas

Several European countries, notably Great Britain and West Germany, have

required firms above a certain size to hire handicapped workers as a given

percentage of their employees. In Great ,Britain, individuals are registered

whenever they have a disability which will last longer than a year. The quota

rate is set at ,3 percent for'all eligible firms. Firms not meeting this

quota cannot hire a unregistered person without a special permit. All dis-

abled laborers must be paid the same wages as their coworkers except for those

activities exempted by the law. Despite some difficulties in getting poten-

tial handicapped registered and the uneven geographic distribution of jobs,

the British system appears to have significantly reduced the employment prob-

lem for the handicapped. Although more restrictive n terms of eligibility,

the. West German quota system appears to have been equally effective.
75

One of the costs of such systems is that abled-bodied laborers may be

displaced and the production of goods and services may be more costly. In

periods of high unemployment, under the quota system the handicapped would

not be fired as ,quickly as they would without public intervention. Since

all firms would be under the same constraints, it would not create inequities

0
in the short run, although in the long run some firMs might relocate in areas

with few unemployed handicapped people.

Demand: Projects
w
ith Industry

The Project with Industry program was authorized in 1968, but did not be-

;

came operative in a substantial way until 1971. This program authorizes co-'

operative arrangements and funding with employers and organizations for special

projects, that will prepare handicapped people, particularly those who are severely

75. Reubens, The Hard-to-Employ, pp. 1.1:-152.

361



344

disabled, for paid employment in the competitive labor market through training

and employment in realistic work settings. There are 11 such projects in7lving

about 500 private industries representing almost all facets of the American busi-

ness community. The extent of their involvement varies' considerably, but in most

cases it includes training and employment components. Industries in some cases

provide direct cash payment or, as is the usual practice, staff and equipment

support.

About 5,000 disabled people have entered this program since its inception

and about 70 percent have been placed in paid employment following their

.training in the industrial setting. They are working as cable splicers, optics

grinders, short order cooks, furniture repairmen, information specialists, garment

makers, bank and insurance company employees, wairs, waitresses, fork lift

operators, hotel maids,'stock clerks, computer programmers, and audit clerks.

There may be advantages in this program to the handicapped people

who enrolled and to the industries involved. The handicapped people are pro-

vided expanded job placement opportunities, opportunities for entry into employ-

ment with major corporations, and opportunities to benefit from advanced train-

ing in industrial techniques with career advancement possibilities. Industry

obtains a prescreened and trained employee, saving these costs in exchange

for offering the position.

Preliminary reports show that the cost of training and placing disabled

people- through the Project with Industry program may be less than the traditional

0

training and placement methods in VR. The Projects with Industry program should b

examined to see if these cost factors and the apparent benefits warrant program

expansion.
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Supply: Extended Counseling and Evaluation

An essential component of any public program for improving the employ-

ability and the productivity of the severely handicapped is an active outreach

piogram coupled with a system of providing competent counseling well coordinated

with medical rehabilitation and opportunities for extended evaluations. Of

the severely handicapped identified in the Social Security Administration

Survey only 2 percent had received guidance or counseling. One study of

paraplegics and quadriplegics found that much of the high unemployment of

this severe disability group was attributable to inadequate Medical followup

and poor counseling.

One function of an extended counseling and evaluation program would be to

provide a realistic outlook on how the disabled person can be maximally produc-

ti4e. Counselors should be able to provide extended evaluatidn-to determine

the capacity of the handicapped to perform or learn certain types of jobs.

The extended evaluation period could also include counseling and training for

the disabled person and family members in preparing the individual for self -care

and independent living, as prerequisites for moving into employment. In cases

where the client has little'competitive or sheltered employment potential or

little interest in employment, the counselor can encourage the client to engage

in unpaid work such as reading to others or working for charitable and nonprofit

organizations. A potentially effective adjunct or alternative to traditional

counseling might be provided by consumer groups. A program such as the oneA,

sketched here would probably rewire Counselor time and would continue over

a longer period of time than current counseling in VR programs.
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Chapter 14

SOCIAL INTERACTION

A person's career and life style are frequently the basis for judging

his success or failure. An individual's development of a sense of competency

is reinforced and strengthened by achievements in work, in quality of life,

and in the level and satisfaction of social interaction with others. This

is no less true for the handicapped population, and the limitations imposed

by a .severe disability can stgnifictntly hinder the del>elopment.of personal-

ity, self-concept, and competency.

Social Interaction and Self-Concept

Efforts on behalf of severely handicapped persons have been concentrated

on restoration and rehabilitation to the highest level of independent func-

tioning, especially toward the goal of self-support. For the peverely handi-

capped, many of whom are not and may never be employable, this presents special

difficulties. Self-concept and identity are established through major life

roles and role relationships rnd the absence of work deprives one of a signifi-

cant source of social validation. Without interaction in work, where most

individuals achieve primary nonfamilial interaction, social isolation and

a lessened self-concept can result. The following comments of persons in the

survey of individuals rejected by VR reflect how disability and its resultant

dependency can significantly damage a sense of self.

"I live in a dead world."

"I feel as if I am in the way. I am very bitter and grumpy, just want

to die. I used to have a good disposition and helped others, now I am help-

less. 'I amjust hanging in the middle."

"I only have one-friend, no family. I just stay iir'winterand summer.

I just don't know-- I'm lucky to live."

t
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ft; ..as for the future, what future?"

"I am all alone waiting for the time to pass."

"Just sitting in a chair looking like a human being."

"Let's just say I'm like a person in quicksand."

"I think they think I can't do anything."

These remarks not only reflect a diminished self-concept but isolation

-.."the absence of meaningful social roles or rolelessness.
ul

Isolation of the Handicapped in the VR Survey

The VR survey attempted to measure the social interaction of handicapped

persons by asking a number of questions relating to family and social life.

Although an individual may live with family members, often the deperidency

created by disability affects self-concept, his view of himself often being

diminished by his handicap. The handicapping condition distorts the percep-

tion of the individual's role within the family. Survey results substantiate

the fact that although many handicapped persons have opportunities for social

contacts, they may still be in a state of social. isolation.

Of the population sampled, 81 percent resided with family members and

65 percent of the sample had at 4-east one relative living within 10 miles.

Nonetheless, participation was quite limited. Respondents were asked about

the kinds of social activities they had engaged in during the last month.

The most frequently occurring activities were visiting with friends or family

and shopping. Even with these ac'tivities, 33 percent had not gone outside

their,residence to.irsit family or friends, and 22 percent had not been visited

in their homes by family or friends even once during the past month. Other

1. Ruth G. Bennett, "Distinguishing Characteristics of the Aging from a

Sociological Viewpoint," Journal of the American Geriatrics Society, Vol. 16.

0
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social activities occurred even less frequently. In one month, 66 percent

had not gone out to a movie, restaurant, or any other- form of public enter-

tainMent;.80 percent had not attended PTA, lodge meetings, or other k)cial

or political group meetings; 93 percent had not done volunteer work; and,94

percent had not attended school or vocational training classes. .

Affiliation with other disabled people was infrequent. Only one out of

ten of the individuals surveyed. knew of any groups for the disabled, and only

one out of.ten respondents were members of such groups. Of these, only half

ever attended meetings or attended no more than once or twice a year.

Due to the high percentage of persons living with or near family members,

it is not surprising that when faced with a serious problem, 62 percent of

the sample indicated that they could discuss it with a family member; 11 per-

cent mentioned pastors, priests, physicians, or lawyers; and 2 percent indi-

cated that they could talk to agency personnel. Only 11 percent responded

that they did not know of anyone or were unsure that they could talk with

anyone about a serious problem.

For the majority of the disabled persons surveyed, social contact is

limited to the family members with whom they reside. Some indication of the

extent of social isolation can be inferred from the fact that one person out

of three does not leave his home to visltpmily or friends or to go shopping

even once a month. Other foMs of social contact were engaged in by less

th4n half the people surveyed. While these statistics provide a measurement

of the kinds of social' interaction and activities available to the respondents,

-"A

they do not give an index of the quality of these social contacts and rela-

tionships as a factor in the reduction of boredom, loneliness, isolation,

and feelings of helplessness and dependency.
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Moves Toward Integration of the Handicapped

In recens years the handicapped"population, through consumer and advo-

cacy groups, have become more vocal in demanding equality in education, em-.

ployment, housing, and transpqrtation. In a sense this population's right

to participate fully in all aspects of life has been denied. Ir recognition,

Federal legislators and agencies have moved to compensate for this inequality.

The integration of the handicapped into the mainstream of life and fuller

participatiOnin-all activities of living is more a reality today than it was

25.years ago. The problems of handicapped individuals are multipleand the

needs extensive. In evaluating what has to be done, priorities for the pro-

vision of vital services suchas medical, physical restoration, special

education, and rehabilitation are quickly established. The speciarsocial

needs of the handicapped can easily be viewed as secondary. However, .

terms of addressing the comprehensive needs OS this population, program com-
'/

ponents designed to improve the quality of life and social interaction of

the handicapped can contribute significantly to physical, intellectual,

social, and emotional growth as well as functional developmeht. Modern social
k

philosophy has adopted the principle that social and cultural participation

is a fundamental human and civic right. "The denial of the right because

of the conditions of one's life such as intellectual, environgental or physi-

cal handicap requires that society has a responsibility to render special

compensatory services to make -the opportunity for participation fully avail-

able."
2

2. John A. Nesbitt, "The Status of Outdoor Recreation for Disabled and
Disadvantaged: An EnormouS Need, A Denial of OpOortunity," presented at the
Public Forum on Outdoor Recreation, U.S. Department of the Interior, June
1972.
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With the development of special education programs for handicapped

children and the growing emphasis on placing these children in regular

school'systems 'Whenever possible, today's handicapped children are being given

greater opportunities for developmental experiences. Many adult handicapped

persons have been deprived of daily life experiences by physical limitations,

inadequate schooling, institutionalization, parental overprotection,,and

limited social opportunities. "This deprivation can lead to an inadequate

personality development, passivity, ndence out of proportion to the

a

degree of disability, and isolation."
3

Social or recreational prog ams can

alleviate some of these deficiencies to a degree and provide social interaction

and development experiences which may have been totally or partially lacking

in earlier years.

In considering the design and implementation of a program for independent

living, the effects of social isolation created by limited social interaction

with persons outside the family should be a program concern. "A lack of

planned lifeexperiences appropriate to an individual's age and deVelopmental

level inevitably results in a deficiency in personality development and the

ability. to relate to people.
"4

A social or recreational component to meet the life-enrichment needs of

the handicapped should be considered in program design. Rehabilitation pro-

fessionals have long held that social interaction through recreational activ-

ity can substantiaLly' contribute to rehabilitation
.5

The Rehabilitation

Services Administration and the U. S. Bureau of Education of the Handicapped

3. Giovanna Negro, "Recreation and Adult Education,"'presented at the

International Conference on Models of Service for the Multi-Handicapped

Adult, October 1973.
4. Edythe L. Heaton, Skills in Living... Toward a Richer Tomorrow (New

York: United CerebrAl Palsy Associations, Inc.).
5. Papers on Program Development in Recreation and Physical Activities

for the Handicapped (San Jose: The Institute for Interdisciplinary Studies,

1971).
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have provided grant monies for research and training in 1.he area c`

don, for the handicapped, recognizing the therapeutic v?...!.ue of rc,cr,_nic--.a

activities and rehabilitation.

Because of the limited extent of social integratior of the most

handicappdd in particular, they may require compensatory kinds of services.

The ideal should be wholly integrated and accessible facilities foi

However, a need exists for programs and facilities to provide special opport-

. tunities to those handicapped persons who lack the skills necessary to be

integrated into routine programming. Special activities could be planned

and designed in much the same manner as community-based programs forthe el-

derly: .community centers, social clubs, activities, and transportation.

Experience, would be provided" offer the disabled an opportunity to discover

areas of competency and grOW away from isolation and total dependency. The

development of new skills and interests would provide transitional expert-

ences and orientation, working toward social adjustment and inclusion in

regular community prOgramming.

The establishment of recreation programs as a related human service and

its importance in relation to other supportive services has not been accepted

by Federal agencies or by Vocational Rehabilitation itself. But the provi-'

sion of recreational services to compensate for lack of personal and social'

adjustment has long been integral to the planning of voluntary social agencies.'

These groups have recognized the vital function recreation plays in the per-

sonal adjustment, recovery, and rehabilitation of disabled individuals.

"Many adult handicapped persons have reached adulthood chronologically

but the deprivations imposed by diHability have resulted in inadequate school-

ing, overprotection, circumscribed social dpportunities, expectation of failure,

I
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inadequate personality development, passivity, isolation, and dependence.
6

Recreational activities can be designed to compensate or alleviate many of

these deficiencies and provide multiple opportunities for social interaction.

It has been found that "when work does not perthit self-actualization and

self-expression, leisure act,ivfties tend to take on a compensatory meaning

as a source of self-definition."
7

Private Effo;ts at Integration

The Rehabilitation Institute of Chicago has initiated a program of

horseback riding for paraplegi8 Therapists at the institute consider this

a therapeutic program since it Acreases independence and muscular coordina-

tion. Psychologically, the program provides for individual accomplishment

and an improvement Of self-image. Riding gives a sense of movement and

command that is heightened and combined with a sense of achievement when the

ride is a paraplegic.8

The results of a recent study on the phylcal and mental reactions of

physically handicapped children to riding reveals that, in addition to the

pleasure experienced, statistically significant results were measurable in

increased mobility, motivation, and courage.
9

Recreation can be a crucial element in helping a handicapped person gain

self-confidence through new skills and interests. The 18th National Wheel-

chair Camera held In 1974 demonstrate the wide range of competitive activities

;

that can nontribute to increased personal feelings of competency. Three

6. Negro, "Recreation and Adult Education."
7. Elmer A. Spreitzer and Eldon E. Snyder, "Work Orientaticn, M aping

of ',eisure and Mental Health," Journal of Leisure Research, Summer 19 4.

8. "Boots, Saddle, to Horse, and Away," Rehabilitation Record, July-
August 1973.

9. Sol Rosenthal, M.D., "Risk Exercise and the Physically Handicapped,"
Rehabilitation Literature, May 1975.
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hundred disabled athletes competed in archery, shotput, discus, javelin,

table tennis, weightlifting, distance races, and swimming.events. Wheel-

chair basketball and wheelchair and blind bowling leagues are numerous and

provide opportunities for social interaction and achievement.

Existing recreational programs and facilities in local communities hold

the potential ,tor reducing the social- isolation of the handicapped. But it

will be necessary to investigate funding sources and program design ifi,an

effort to implement all means of integrating the handicapped into community-

supported programs.°

Federal Approaches to Integration

At present, the Federal programs that address the social integration of
P

the handicapped in activities concerned with social needs are primarily in

ea of outdoo4 recreation. Passage in 1963 of P. 88-29, the Outdoor

Recreation Program Act, set forth a policy that all Americans should be

assured adequate outdoor recreatiO resources:\
fi

The Bureau of Outdoor Recreation of the Department of Interior has

dexp oped a Nationwide Outdoor
.

Recreation Plan mandated by the Act to assess

Congress, Federal, State, and local governments and the private sector on

the formation and development of recreation programs. The plan calls for;
9

all levels of administration to,focus on the needs of all people, including

the handicapped in the planning and developmenjf facilities, and states:

1
The pecial recreation needs of the mentally and physically

handicap 4 are often overlooked in the planning andprovision of
recreation opportunities. Physically handicapped people frequently
are prevented from;utilizing outdoor.recreation opportunities by
construction features of huildings and facilities.

The Architectural Barriers Act of 1968, noted earlier', complements

this legislation by requiring that all buildirigs and facilitieS constructed
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in whole or part with Federal funds must be made accessible and usable by

the physically hand apped. All applicants for funding from the Bureau of

Outdoor Recreation mist comply with the Architectural Barriers Act and follow

the design criteria specified in the American National Standard Specifications

Ar Making Buildings Accessible to and Usable bY the Handicapped. The guide-

.'lings.for development projects also state that "adaptations for use by the

handicapped of facilities Otherwise eligible for funding is strongly encouraged:"

Grant-in-aid funds are made available through the Land and Water Conservation

Fund created in 1965 to help finance Federal land acquisition, State recreation

planning, and State and local land acquisition and developmen't.

The 1973 Vocational Rehabilitation Act states that "No otherwise handi-

capped. individtial in the United States...shallsolely by reason of his handi-
.

cap, be excluded from participation in, be denied the benefits of, or be

subjected to discrimination under any program or activity receiving Federal

financial,assistance."

The pieces of legislation cited 'have signifitant impact on the rights

of handicapped persons to participate in recreation programs and

ties. While this legislation would appear fairly adequate to insure

acceaegibility for the, handicapped, one has only to visit a local facility

to he convinced that existing requirements are not enforced. The establish-
.

ment of a system of regional, State, and local monitoring would seem appro-

priate to insure that all Federal and State laws and regulations are being

complied with.' In addition, no provisions exist at this time for the modifi-
A

, cation pf existing structures, a tact that contributes significantly to

denying access to and participation of the handicapped.

0 372
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In the absence of direct Federal appropriations for recreation of handi-

capped individuals,billions of tax dollars
10 areappropriated annually to

/ various Federal, State, and municipal agencies with recreational interests.

Investigation of how some of these tax dollars could be channeled across

funding sources to support programs for the handicapped should be undertaken.
L),

Progress has been made particularly in providing access to outdoor

recreation facilities. The privately owned recreational erprises (theaters,

restaurantsi clubs, etc.) to a large-extellt remain inaccessible to potential

handicapped users. This may be largely attributed to lack of awareness on

the part of the business sector. Public information programs designed to

inform local communities and businessmen of the needs of the handicapped and

to stress the community's responsibility to respond to these needs would seem

an essential first step. Dissemination of information to local businessmen
0

on facility modifications and design, techniques, and methods useful in

accommodating the phy ically handicapped would increase awareness of the

8

r'1ghts of the handicappe person to have accesIsto places of recreation.

Sensitizing communities through public information programs on the nature

of disability and the needs and rights of the handicapped is essential to

breaking down the attitudinal barriers that have set apart the handicapped

in the general public's mind. The private business sector hats made considerable
1

investment in modifications to, attract the able-bodied; modifications to

accommodate the handicapped can be an equally good investment.

Overc 1 ming Barriers to Social Activities for the Handicapped

The major barriers that preve 'ht large numbers of handicappef persons

from social activities are in attitudes, architecture, and trans rtation1
%

4 t . *

lo., National Forum on Meeting the Recreation and Park Needs of Handt-
capped People, sponsored by the President,'s Committee on Employment.of the
Handicapped and the National Recreation and Park Associatliw, AuAust 1974.

fal. -o
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"You have to operate on the basis that you can never move awdy from

the reality of the situation which is that you are going to have those awful

moments ofinot,understanding and the tothl mental barriers between the handi-

z-

capped and the normal population."

The di7bled population can contribute significantly to the modification

of indifference. Advocacy groups within the local community, provision of

information on the needs of the handicapped citizen, lobbying for the rights

of accessibilit3c to local facilities, and increased visibility of the handi..1

capped, all offer two-way educational experiences for both groups. Pe sist-

.0
ent-pressure.by handicapped individuals in an organized manner can crea e

change. The general public will learn to accept the presence of the handi-

capped in places of employment, education, commerce, entertainment, and

recreation.

Architectural barriers are, the manmade features of buildings and facili-
o

.ties which prevent the. handicapped from utilizing public and private social'

and recreational opportUnities. These features of parks, theaters, restau-

rants, beaches, etc. exist because in the design and planning phass the

needs of handicapped citizens are not considered. These barriers reflect

the indifference and lack of awareness by architects, urban planners, &Alders,

and local officials in'the design and consyuctio4-of facilities and effec-

tively deny the handicapped the right to work, travel, and recreation.

IncentiVes to create a barrierrfree environment andto ameliorate the condi-

tions which exist for the handicapped in using private facilities have yet

to bT, address7d.

Involvement in social activities' assumes a high'degree of mobility. The

lack of adequate and accessible transportation denies large numbers of handi-

capped persons the mobility necessary to become integrated into the social,

_*)
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cultural, and recreational activities available in their local communities.

Disability often means low income. If public administrators accept

the responsibility of integraiing the handicapped into community-supported

activities of a social or recreational nature, they must acknoWledge that

programs do not provide funds for the special needs of the handicapped.

In the planning sequence of programs, evaluation of the problems that in

effect preclude accessibility for the handicapped even when programs exist

must be°considered.

The existence of attitudinal, architectural, and transportation barriers

constitute the major ddterrents that prevent the handicapped from receiving

a fair share of community supported social and recreational services or

reasonable alternatives. A major principle was enunciated by the President's

Committee:

All disabled citizens, each according to his/her individual

ability, shall be guaranteed access to recreational programs,

activities, and facilities which are considered public. (The

term "public" to be considered both tax supported and publicly

used but privately owned.)12 ,/

If this is to become a reality for the handicapped it must be translated into

legislafion, policy implementation, and attitudinal. changes on the national,

State, and local levels of government organizations and agencies.

12. The President's Committee on the Employment of the Handicapped,

Committee on Recreation and Leisure, August 1974.
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Chapter 15

COMMUNICATION BARRIERS

The inability to communicate effectively in itself constitutes a signi-

,t

ficant handicap to functional competency. Frequently communication problems

are symptomatic of or linked with other ( primary disabilities such as cerebral

-palsy, post-stroke aphasia, or retardation. Since the establishment of an

effective client-counselor relationship is central to the rehabilitation pro-

cess, tt-te inability to communicate may precipitate unsuccessful case closure,

reducing the probability of rehabilitation for.many.

A small number of persons having communication, impairments as their

primary disability were surveyed in the Vg survey. Twenty persons with visual

impairments (2.2 percent of the total survey population), 9 with hearing im-

pairments (1 percent), and 5 with speech impairments (.6 percent) were, surveyed.

These low numbers are due to the fact that the proportions of such persong in-
,

the total population of persons rejected from VR is small, and oVerSampling

of this group was not possible, since all consenting respondents within a

reasonable distance from the'interview'sites had to be selected for interview-

ing to rech the desired number of interviews.
7-- -

BARRIERS IDENTIFIED BY INTERVIEWS

There were a number of indications other than primary diagnosis

of the presence of communication difficuales, including interviewer assess-
/

ment of'communication impairments, communication services received and needed,

and communisation equipment used and needed.
A

Interviewers Simply noted at the end of the interview whether tommuni-,

cation Problems of- various sorts were evident during the interview. Table 15-1

summarizes these-restilts. With the exception' of impairments in reading and .

writing, interviewers were able to make this assessment more than 98 percent
A

cgq
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Table 15-1

Communication Problems at Time of Interview

Impairment

N N

Listening (understanding) impaired 91 10.2 30 9.8

Speaking (content) impaired 89 10.-0 6A 20.8

Speech (intelligibility) impaired 88 9.9 79 25.41Vb

Cultural barriers to communica-
tion--slang, heavy accent 33 3.7 (18 5.9

Hearing impaired 25 8.4 24 7.8

Vision impaired 147 16.5 130 47.

of the time. Hearing impairments were noted for 8 percent of both the CMRC

and VR populations. The CMRC patients, probably because of the large number

over 65 years of age, had more than twice the number of visual impairments'

compared to the VR population (47 percent compared to 16 percent). Speech

impairments of either content or intelligibility were present in about ode out

of every four CMRC patients surveyed, which was more than twice as often as

in the VR population. This is probably accounted for by the large number of

persons surveyed in the CMRC population who had suffered strokes (43 percent

had this as their major handicapping cnndition, compared with only 4 percent

oE, the VR.population). Impairments in understanding, however, we!e cited for

only one out of ten in both populations.

Thgae interviewer measures suggest a much higher level of communication

impairment than might be suggested by diagnosis alone. However, these are,

gross measures which tell nothing about the level of 'impairment, whether
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these impairments are serious enough to require special services or !evices,

Whether they are correctable, or whether the same individuals are suffering

multiple communication handicaps. It does lead "fo some speculation that the

reason these persbns may have been closed from VR may have bden partially due

to difficulty'in communication.

A global measure of the level of impairment in "communication and 17ision°

Was obtained by trained nurses in the CMRC survey, using the PULSES Profile'

(see Table 15-2). At the time of interview, 38 percent had no communication

problems. Another 45 percent were completely independent in communication and

vision, but had a mild to moderate leVel of impairment (such as needing glasses

or other devices). The only persons who would qualify as having severe com-

munications problems were those Who were dependent upon assistance from an

interpreter or supervisor in communication (13 percent), and those who were

totally dependent with respect to communication, such as individuals who could

not speak at all or who

As Table 15-2 indicates, there was considerable change from admission

to discharge from the CMRCLin communications skills. Almost all (97 percent)

were communication-dependent upon admission, compared to only 12 percent on

discharge. Most of this gain was retained over the time interval from dis-

charge to interview (roughly 1 1/2 years).

Analysis of the individual communications items (listening, speaking,

cultural barriers, hearing, and vision) checked by the interviewers over this

time period reveals considerably less change. All of the percentages in

Table 15-3 are based on the total number for which the item could be deter-

mided. Discharge percentages for all but hear

O

g and vision were based on a

1. The PULSES Profile measures the need for professional and nonprofes-

sional assistance in six broad areas of activity. See Chapter 8,' Analysis of

'Individuals Who Received Services at Comprehensivd Medical Rehabilitation

Centers.
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Table 15-2

CMRC Survey-Communication Ability as
Measured by PULSES Over Time

,

Status of
Communication and Vision

On Admission On Discharge
N % N %

1 ist
Or. Interview
N

..,

:

Independent with no impair-
Ment - - 152 49.5 117 38,.1

Independent with mild
impairment 10 3.3 107 34.9 137 44.6

Dependent upon assistance,
interpreter or supervi-
sion 186 60.6 36 11.7 39 12.7

Dependent totally 111 36.2 1 .3 12. 3.9

1. 'Interviews occurred about 1 1/2 years after discharge.

Table 15-3

CMRC Survey -- Changes in Communication from
Admission to Discharge to Thterviewl

On Admission On Discharge On Interview

Communication Impairment N % N % -N

Lis ening 51 17.3 32 12.2 30 9.8

eaking (content) 79 26.8 56 23.3 64' 21.0

Speaking (intelligibility) 93 31.3 80 37.4 79 26.1
t

Cultural Barriers 21 7.2 20 6.8 18 5.9

Hearing 34 11.6 31 10.4 24 7.9

Vision 102 35.3 100 33.6 130 42.6

1. Percentages based on number of respondents for which this was determined.

. 379



363

partial sample, from 14 to 30 percent being undetermined for other items.

Hence the discharge figures should be viewed with caution.

From admission, to the time of discharge, gains in .communication were

made in the ability to understand that which was spoken, speech content,

speech intelligibility, and hearing. Vision became more impaired. However,

most of these gains were not particularly dramatic. A comparison of Tables

1 -2 and 15-3 suggests that interviewers tended to rate persons as impaired

when the level of impairment was insufficient to produce actual dependence

on interpreters or others, and that the measure employed in Table 15-3

is not suitable for indicating severity of communication impairment.

Other indicators of communications impairments are provided by looking
R

at the service needs of hese persons (see Table 15-4). Speech and/or

hearing therapy was rece ed by a very small proportion of the VR sample,

and by roughly one quarter of the CMRC sample; the percentages still

needing speech or hearing therapy were 5.3 and 7.5 respectively.

Specific services received for the deaf and blind were asked only of

VR respondents; those were received rarely, and current needs for these are

also minimal. (Table 15-5) This is fairly consistent with the proportions

of persons whose primary disability was a visual or hearing impairment.

A slightly higher proportion had equipment needs, however, relking

to communication impairments. gquipment needs were higher'for the VR than

the CMRC population. ft

POPULATION AT RISK

lecause the incidence of communication disorders affecting speech,

hearing, and use of language is so closely related to...the effects of other

disabling conditions, there ip great variation in the definitions used, cri-

teria for severity are, not uniform, and the data are incomplete. The National

V
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Institute of Neurological Disease and Stroke estimates 8.5 D.Trsaas

have hearing impairments in one or both ears of handicapping magni.:...:de,

10 million have some sort of speech disorder, and 2.1 rillion have d!..sorders

as a result of impairments of the central nervous system.

The study has already described the blind and deaf in some detail.

Other persons with speech impairments include those whose larynx or vice

box has been removed. Many of these people are taught to speak with either

a device or with special breathing techniques with permit vocalization.

Stuttering was not counted among or most severely handicapping conditions

and so Was not explored. Other aspects of the approach to the communication-

disabled ran into voluminous though fragmented literature, which priwrily con-

sisted of reports on techniques for dealing with individual problems in

communication. The other dimension of thislliterature was its emphasis on

technological solutions to communication problems. Much of it\dealt with

devices such as reading machines for the blind, special. typewriters for those

with cerebral palsy, video-magnification machines for those.with rddidual

'sight. Much of the material was described in the chapter on technology; some

of)it is significant enough to warrant mention here.

TECHNOLOGY FOR REHABILITATION'

One report
2

describes a device by which an electric typewriter can be

operated by a person with very limited motor coordination. A number of

efforts have been directed along similar lines, but this one is most note-

worthy because of the degree to which it achieves three often conflicting

objectives: ease of operation; adaptability to suit a wide variety of

2. Douglas 1. Ramsay, Arthur G. Snapper and Pieter Kop, "A Foot-
Operated Typewriter'," Archives of Physical Medicine and Rehabilitation,
April 1972.
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individual circumstances; and the relatively high typin7, speed even

a quite severely disabled person could potentially attain.

A device called MAID (Multi Access Interface for the Disabled)
3
allows

a pergon who is totally paralyzed.{ -to exercise a considerable degree of control

over his or her environment by activating a single microswitch. By using the

microswitch to drive a light along the rows and columns of a*9 x 10 matrix

until it reaches the proper square, the disabled person can operate an electric

typewriter, turn several ocher appliances on and off, and alert an attendant

in another room with one of a number of preselected messages.

Communications services in'the VR program have tended to be concentrated

on the deaf and blind. Comprehensive programs for the mentally retarded

routinely incltAde this specialty, as do programs for the deaf-blind, autistic

and mentally ill, and stroke patients in Comprehensive Medical Rehabilitation

Centers. Suet' services in an independent living rehabilitation program would

probably be expanded as part of an overall effort. Finally, there are other

suggestions for enhancing communications in various chapters of this report.

a

3. J. Agzarian and J.'H. Read, "A Mu ti-Access-Interface for the Disabled

(MAID)," Medical Journal of Australia, F ruary 1973.
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Chapter 16

LLL

If one looks at the possibility of an independent living rehabilitation

ifrogram, or a rehabilitation agency-babed prograM for the mentally ill,

two immediate areas of.coneern arise. The first is the problem of definition:.

Who is disabled? Who is severely disabled?. The second area is the interface

_between rehabilitation and -the sets of public and private resources serving this

group. From the perspective of what:needs to be done to promqte self-care,

there is a queston as to the boundaries between rehabilitation and community

j
health centers, outpatient care, and mental hospital care.

Most of the rules, concepts and regulations one might develop for the

physically or en the developmentally disabled "simply do not apply in the

case of the Mentally ill.' With the'latter the diagnostic technology is under-

developed and less precise. As treatment technologies have become highly dependent

on psychotherapeutic drugs, many individuals whose symptoms are suppressed have

been discharged from.hospitals and do not require institutional care. But they

are unable to participate in the labor market or fully adjust-to unsupervised
A

community living.

The requirements of supporting this deinstitutionalization to "independent

living" include developing and mana group hordes, teaching self-care skills

111\
,

/f
and similar activities. There are few deral 8tate, or local agen es respon-

sible for case management andBcoardination. 'Given the traditional responsibilities

of State mental hospitals and other State-loal programs, the question arises of

how rehalialitation might differentiate itself from these service delivery programs.

It is clear that some impAlWed mechanism for serving the severely me ally ill is
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needed, but whether rehabilierion is the program to deliver these bervices is

subject to debate.

There is probably little conceptual problem in identifying a group of

chronically. mental ill persons who have long histories 4f illnes often associat

0

.

with more thah one per od of hospitalization. However, oth re .more diffi-

cult to identify. A person in an acute episode is too disturbed for rehab-.

ilitation, but many who go into remissiol\ are hardly impaire

show no particular disabling conditio at intake.

Some individuals who have had acute psychiatric episodes may have no relapses

in their lived or'may have only rare episodes. Still others Such as manic de-
/

pressives have cyclical diLulties, but in remission,they exhibit few self-

atall an

care problems.

In large measure

the mentally disabled

ill Ore among tfie

degree'oliambiguity is reflected in the way VR treats

n analysis f VR program data we find that the ment

s which have the h shest probability of being aAe

VR if they get to aPplfcant status. It is also one of.the groups which, on

a high probability of ending up not successfully rehabilitated.acceptance, has

Our analysis .71so L.DieW'S the mental* ill likely have the characteristics most

4 I
1

associated with severe work' disability, that is, with characteristics like thdse

in the l40# Social Security Survey of Disabled Adults who revolted inability to

work andhad not worked for a long period. There would seem some degree of

P
confuston in a program which accepts at intakIra group which must be presenting

itself as feasible of rehabilitatioh but, finally,holding con 'taut age, seC,

race, unemployment, agency budget, and the like, shows a relatively high d ree

of unsucceTITul closures. If there is slippage in VR, the problem in independent

I
5 living rehabilitation ip likely to be more significant.

386
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r, ).

Of courser these data are for the national program. Individual States,

as we point out latit in this section, have developed Very good programs for

working with the mentally ill.

L . ..., \,.......

One way to deal with the problein is to Adopt a "Ace fil, always ill" rule,
, .._

.
.

Thus; if one has been severely enough impaired, say) to hamg been hospitalized
. .

for psychiatric services for some period and is medically considered to have

.

continuing care needs) one could be considered in the target group for re-

habilita ion. Severity, however, is another matter.
41,

Wh le the problem of defining who is or is not most severely handicapped
a
by dental illness has many dimensons as yet unresolved, for many of those at

the.extrewhere Someconsensus exists, service needs a .e .parallel to those
. .

4

of the physically disabled. The chrohic schizo hrenic r leased after 20 years

in an institution needs help in findig.suitab e housing, learning transportation

, #
-

,

systems, developing ability to purchase goods\and prepare meals, and, in effect,

learning all the ski1ls of selftcare of which the impairment and institutional

have deprived him. Many will be so impaired as to require attendant care, like
o

manylof the physical/1y disabled. Also, there is of course an ongoing requirement

for medical and psychiatric care.

0 One of the things one suspects out deinstitutionarization-- though there

have been no kfinitive studies--is that there has been no ongoing case management

responsibility. As a consequence, numbei of severely impaired mentally illy

ave been left worse off.after released from institutions. They have either

fallen through the cracks and egceilved no service or have been connected to

another system, such as Supplemental Security Income, that provides no service.

Finally, these individuals are left to hit-and-miss connections, 4ith service,

providers in other programs.

The Community Mental Health Olnters Act Of 1963, administered by the Nationa,l,

Institute of Mental Heplth, has helped to make available community-based inpatient .

and outpatient psychiatric services. However, rehabilitation is considered one
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9

. of the opt,iopal services of a community health program, rather than an essen al

service required for funding eligibility.

Despite authoriiation to serve the mentally ill, which, was giVenin 1943;

the ability of State Vocational RehabilitEition agencies to servehis group

really began with the 1954. Amendments,tothe Vocational Rehabilitation Act, which

increased funding and broadened authority. These Amendments added separate

Federal authority for training grants and research. Short-term training grants

in psychiatric rehabilitation were instituted; long-term training grants to col-
,

leges and universities included components in the fields of 'psychiatry and

psychology; grants for inservice training of State pdrsannel, inauded programs

6

for the ,rehabilitation of the mentally ill.

Regulations for the 1968 Amendments to the VR Act broadened eligibility

requirements for VR services to pclude among the mental illness category persons

with 'behavior disorders." A large number df public offenders were found eligibi

on this basis, and the national)total of, rehabilitations under this category

greia from 12,202 in 1968 to 37,956 in 1972.

The regulatioAs for the Rehabilitation ct of 1973 do notpermit eligibility

for VR services on thebasis of a behavior diSorder alone. Publie offenders

or other clients who have previously been served on this basis may, however,
,46

4

still be found eligible on the basis of other diagnostic factois recognized by

the psychiatric and psychological professions.,

While rehabilitations of many mentally ill people with psychotic disorders

have increased in absolute numbers, as a proportion of rehabilitated clients

such rehabilitations have declined from 6.6 percent in 1969 to 6.0 ptrcent in

1970 and 5.5 percent in 1972.

91,
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DEFINITION OF SEVERE MENTAL ILLNESS

.0he of the first steps on this front in this study w'as to turn to the

various public and private agencies with. primary concern for the mentally ill.

Their responses fellow.

,
The Nat onal Association for Mental'H alth: How many people are we

talking about? We don't knob). The services are disconnected, and control
dispersed;'t ere is no uniform reporting system. Furthetmore,, their impact A.
on society 4: far in excess of their numbers. Witneis the recent state -,
wide scandal: in New York and California. Many receive attention only f om
M police, courts, and correctional-systems.

4

R.
The 195 Commission on ChrOni8 Illness reported 105 kn. every 1,000 4

people have mental disordet and 49 percent of the people entering State
mental hospit ls have been t ere at least once before. The more often
patients have been admitted-'tot a Mental hospital, the more'likely thou are
to return in It he future.

/ ,

The NatiOnal Center for Health Statistics reports that 10 percent of
the people with chronic conditions are,unable to carry out major activities
due to mentalproblems. ,The National Institute of Mental Health Biometry
Branch is currently conducting a study an chronically mentally ill people.

A

Internatiional CvmMittee Against Mental 411ness: Thereis no really
hard data as o the number of persons--in terms, of either incidence or pre-
valence--enco passed within the major categories of mental, disorders. Such
data &s exist are usually extrapolations of limited and usually unrepre-
sentative epi emiological studies in specific commanyities, for example, the
Midtown Manhattan Study, or are based on standard institutional.reports .

from a pumber
readmissions,
tion hospitals
facilities, to
general'hospit

4

f Federal and State,agencies giving 'statistics on admissions,
ischarges, etc. From such facilities as Veterans Administrei-
state and co my mental hospitals, private psychiatric .

di
munity mental health centers, psychiatric departments of
ls, outpati nt clinics, and similar serviae units.

/ The diffi ulty in assessing the chronicity or degree of severity of
many psychiatr c syndromes is 'due in part to the dynamic fluidity of the
psychophysiola ical processes involved: Judgments as to service needs and
anticipated fun tionair ca) city of the physically disabled--the blind, deaf,
paraplegics, et .--although taking into account the derivative psychological
concommitants o such disabilities--are generally less complex than'parallel

'judgments requi ed to be made for the psychiatrically disabled,

POPULATION AT RISK

. There is no national system for the collection of prevalence and incidence

data on.mehtal disordeeis. There is, hoWever, a statistical system which pro-

vides systematic data dn'the'nUmber, 'distribution, and characteristics of

9
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psychiatric facilities and of patients utilizing them. For example, Thole I

16-1 gives the number of batient care episodes in psychiatric services in 1971,

by type of facility,, and the percent 4n each type.

Table 16-1..

.Patient Care Episodes in Psychiatric Services, 19714

A. Type of Facility

All Facilittes, All Episodes

Inpatient Episodes
State and Countyjlental Hospitals
Private Mental Hospitals
Veterans' Administration Hospitals,
General Hospital Psychiatric Services
Residential Treatment Center for

Emotionally Disturbed Children
Community Mental Health Centers
Other Multiservice Facilities

Outpatient Episodes
Community Mental Health Centers"
Other Outpatient Services

Day Care Episodes
Community Mental- Health Centers
Other Dayjcare Services

Number Percent

4,190,913 100.0

1
1,
755 816
745,259
97,963
176000
542;642

28,637
A 130,088

34,427

2,316,754
622,906

1,693,848

'118,343
43,653
74,690

L

41.9

t7.9-

2.3

4.2
12.9

3.1 _

0.8

55.3
14.9

40.4

2.8

1.0

1.8

1

-Source:. Statistical Note 92, Department of Health,Education, and'Welfare,
National Institute f Mental Health, Office of ProgramPlanning and
Evaluation,itiometr Branch, Survey and Reports Section.

There is no way to provide a definitive answer to the ques-tion of, how well

presently available mental ealth services are meeting the country's need, How
;

ever, by hypothesizing vary ng levels of need, as suggested,by various community

Surveys of the pre3talenF mental 'disorders, by utilizing the data on the use

of facilities, and by assuming that all persons counted needed'the service pro
.

viced, some rough estimates can be meat as to the extent to which these facilitie

are meeting various levels of need.
1

1. Morton Kramer, "The Role of a National Statistics Programmer in the
Planning of Community Psychiatric Services in the United States," in J. K. Wing
and H. Hefner, eds., Roots of Evaluation (London: Oxford University. Press,
Ely House, 1973).-1
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Such estimages,were developed in an unOublishedjoaper on "Issues in the

Ddvelopment of Statistidal and Epidemiological Data for Ment1 Health Services

Research. "? This report estimited_a low range..of 4.3 million p sons needing
za-

. A
care in 1975 and an upper limit of 43 ',Million pesons.

t c.v
r

The nufter and perc4rit of episodes.ofinpati,e;t and optpatient services

by diagnosis is shown on able 16-2. the high proportions of schizophrenia 4.

should be noted. This disorder account for 22 per4ept vf all patient care,

episodes7-almost .32 percent o inpatient episodes and 16 percent of outpatient?
.

'episodes. tv

chronic schizophrenia must be considered one of the more severely handi-

capping mental conditions; The shortened hospitalization time,thdimposalbility

'of a permanent medical cpre known to medicine, the lack of community resources

to maintain extrainsttutional adjustment, the slight probability of- employment

foe the Oast Majority of schizophrenics, and arepdmisaion rate tf .50,60 percent

within 2 years are all part of the dilemma in schizophrenia.

ti

2. Ibid.

J
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Table 16-22

I

Vumbef and Percent Distribution of Patient
'7 - Care Epiackflea hy. Diavoais lax TnpatiPnr and

Outpatient Services, 1971

Diagnosis ^14 Numbers
Total Inpatient Outpatient

0 .

Total . r 4,009,506 1,692,752 2,316,754

0.

Retardatipn 12;,609 46', 766 75,843
Organic Brain Syndromes 216,153 157,691 58,462
Schizophrenia 901,119 537,174 363,945
Depressive Disorders 615,261 321,708 293,553
'Other,Psycaoses 61,851 27,810 34,Q41
Alcohol Disorders 353,020 , 227,626 125,394
Druge Disorders, 117,069 ,68,162 48,907
All Other Disorders 1,300,728 263,403 1,037,325
Undiagnosed 321,6,16 42,412 279,284

Note: This table omits outpatient` psychiatric services of Veterans Administra-
tion hospitals, partial care services (e.g., nightcare; halfway houses), and
psychiatric services in hospitals ar outpatientclinics of Federal agencies
other than the Veterans Administration.

\--Sou'rce: Statistical Note 92, Department of Health, Education, and Welfare
National Institute of Mental Health, Office of Program Planning a d
Evalu1tion, Biometry Branch, Survey and Reports Section

t3

r 4
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The identification of the severely disabled among the mentally ill is a

difficult task, evqp more complicated than the identification of the-severely

disabled among the physically handicapped:' For example, social and environmental

factors are even more crucial in the treatment, remission., or cure.of mental

illness than is the case with.many physical disabilities.

The Rehabilitation Services Administration lists the following criteria

,

for States to use in reporting theseverely disabled mental ill.

Psychotic aisorders: .

If now requiring institutional care in a mental hospital or psychiatric
ward of a general hospital; or has history of being'institutiOnalized
for treatment for IsOr more, or on multiple occasions; or meets
the description for od rate or severe below.

Moderate: 0
1 #

Definite disturbances of thinking, with definite but mild disturbances
in behavior. Includes hospital discharges who require daily medica-
tion to avoid rehospitalization. With provision of rehabilitation seri-

.vices, capable of maintaining themselves in the community and 'bf engaging
in low-stress competitive employment, but at\least initially requiring
continuing supervisioq, guidance, motivation, and support. Misunder-
standing of insteucticins, activity, self-isolation, or overraction in
gesture, speech or emotion may be displayed durilitthe Vocational
Rehabilitation process, and may cause concern to people in the work el

milieu.

J

Severe:

(a) Severe disturbances ,of thinking and behavior that entail potential
harm to self or, others; (b) or in the extreme; Severe disturbances of
all components of daily living, requiring constant supervision and care.
Persons in (a), with the provision of rehabilitation services, may be
capable of maintaining themselves in the community and engaging in
limited br sporadic productive activity,'but only under continuing
supervision in sheltered dr protective environment, including halfway
houses.

a

393
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4

Unable to communicate readily; have difficulty.diffefentiating between
theft fantasies and reality; behavior is disruptive ,ffild often menacing
to others; shouting; vulgarity, carelessness of dress and excretony
functions; or. possible suicidal attempts necessitate continuing obser-

', nation, professional 2ntervention and medication,'especjally during
early stages of the' rehabilitation process(

Psychoneurotic disorders: ,

.

4
V

If now requiring institutional care in. a mental hospital, or psychiatric
ward of a general hospital; or has a history Of being institutionalized
for treatment for 3 months or more, or on multiple occasions; or meets
the desctiption for moderate or severe below.

Moderate:

strusreactions which modify patterns-of daily living. Can maintain
themselves in the community and perform adequately in low- s ,Lress com-

petitive employment with the provision of rehabilitation sermIces.. May
require medication and continuing supervision, motivation, and suppqrt
at least duringxearly postplacement. Their fears, indecision, loss of
interest, or occasional odd behavior will, be evident during the re-
habilitation process, and may moderately interfere with. job performance
and other:Porkers' activities inemployment when stressful situations

_arise. -

I

Severe:
-

Stress reactions to daily living that result ,in ccontinuing.regression
and tissue-organ pathology. Capable of pro4uctive work but only under
dbeltered, noncompetitfVe conditions in a highly structured-or protec-
tive environment, at least initially. .May requite 'continuing medica-
tion. Bizarre and disruptive behavior, loss of interest in activities
of daily living, problems with memory and Concentration will be evident
in the counseling process and, with their interference with other
workers, necessitate continuing supervision, guidance, motivation, ilnd
support by professional staff in the work situation. Conversion re-
actions, poor easing, and cleanliness habits may create considerable
health pkoblems.

What do these people need? The national Assocation for Mental Health

reorted the following at a special conference of voluntary agencies.-

,The chronically mentally ill need assistance in the basic slcillstof
community living, such as finding housing, using public transportation,
.mana ng money, shopping for food, finding companionship, having
acts", to occupy their days, and protection from those who would
-itur em. The ex-patient needs a'supporting, accepting reference group
which views him as a valuable, functioning group member. He must°have
economic and social stability.. If these things cannot'be found alone,
assistance mus\ be given. It is important to remember that their

3. Rehabilitation Services Manual, (RSA,* SRS, DHEW),'Section 3005.03(60).
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-
.* .

inability to cope with the daily strese'of living in our cOMpLax...

society is a significant characteristic of dm illness, and,treat-
., ment involves con&ideration of this limitation. it) r. .3

, . e ..

'..
.

Finding housing is difficult for many people on 1pw jincomes and almost ,_

impossible-for those who don't have the stamina:to strugglb for eurvival.
Frequently the communities where these people can aff housing -are
not the ones which provide protection. Some people a7-:: %o qbre tiT.

.

-.,

_p

live alone and need help finding halfway.housee, home6,-foster hobes,
. board and care homes. Many housing facilities'for fOrmer 'patients are,,

lsicensed:and defined by state or local governments or, if there are-
no licensing procedures,- the conditions will depend on the operator..-.

/

-

Many peoplewho are chronically mentally ill are not able to prepare)
food for themselves. Even if. they have the skill there may be emotional
obstacle& do obtaining and preparing food - immobilized by fears,
apathy and withdrawal. .Group living situations or. a "Meath on Wheels"
program may be an answer to pr' de food, Adequateprograms must be

It)

developed and made availa4le to the mentally ill.
a

Assistance in learning about and applying for financial aid often is'
needed/ Agencies do not purposely make it difficult to obtaih assistance,
but bureaucratic procedures, inadequate staffing, compl4catedregula-
tions, can put Unbearable pressure on a mentally ill Person. An advO)-

cate is needed to lead the way, open the right 'doors.,-help fill out
forms.

The chronically ill are those who are unable to work in regular work
settings. Therefore they need some meaningful activity to keep them as
alert and involved in life as possible.' Without activities, the dis-
abling conditions'will worsen instead of improving, and daily living
could become ad disabling And immobilizing as life in an institution.
Those who are not able to participate actively in vocational. training
are espqgially-vulnerable'to the forces of deterioration.

The lack of motivation is. One of the major di:Stabling Cactors for the
chronically mentally ill. Many have had yeats of dependence on other
people in h s itals or Lheir homes -.makin% the decision about what and
when to eat when to sleep, when to zo_out - every moment scheduled
and control ed. They are immobilized. The person wiko suddenly finds
HInself alone out in the world needs both mental hpalth and social ser-
vices to"supply the drive and direction needed to achievetindependence.
Difficulties in personal relations and unacceptable social behavior.may
exaggerate allcche afo'rementioned needs. The mentally ill are also met
with fear, stigma, and discrimination in the community, further compli-
cating their lives and destroying their own limited self-confidence.

REHABILITATION PROGRAMS FOR THE MENTALLY ILL

The National Association reported further:

Progtams to resocialize former patients must enhance personal inter-
actiion, restore responsiblity and encourage independence. They'involve
primarily behavior change, not psychiatric therapy. Trhere are several
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examples of'programs that .have worked to move the'chronically *ntally
ill_from the hospital to independent living status in the community.
Some people have progressed far enough ..(71 hold jobs, even though, that
was not the intent of the program;

..'frequently as people move through the rehabilitation process they must
progress step by step-- from hospital, to halfway house or dAy/IINOght.
hcispitalization or to an intensive. outpatient service or _fastecate.
The distanot between a totally dependent environment and the community
igs awfully great for meet people - it keeps many a the mentally ill in
the hospital. In halfway houses several mentally ill people liyto-
gether in a homelike atmosphere. Patients learn how to get along in the
community, h w to do household and daily living teaks. A supervisor
may or may n t ive'in the-house. A.' mental health professional may visi
to help work out problems and give support' to the people in the.house.

...-.- There are usually10 to 20 people living in the house. The facilities
may be transitional for the patient, as the name would indicate,,half-
way between hospital and patient. Many halfway rouses are either p'ri-
vately funded or self-suppoiting; that is; the residents are employed
and able to cover living costs. Since halfway hOuse residents in many
instances must be employed, this avenue'of rehabilitation is closed to
most of the chronically mentally ill.11.

.Partial hospitalization allows people the protiction of the hospital
during the day et the night while easing bark into the community occupie
the rest of the day/ People may come to the hospital during the .day to
participate in rehabilitation programs while staying'in the community,
at night. Or someone may need to return to the hospital at night after
being in the community all day. P'a'rtial hospitalization isNa required
service of all community mental health centers.

Most important, any rehabilitation program must Offer a non-threatenift.
environment. In ex-patient grOups the, common denominator of prior
psychiatric'hospitalization can produce a high degree of solidarity.
Expectations are not. as high, and tolerance of deviant behavior is high.

NAAH cited a few.examples.

The Fairweather Program in Minnesota enables a small group of mentally.
ill people to li've and work together in relative st4ility. The coopera-
tive provides members with a "family" and identification as a citizen,
not, a patient. The "family" does its own shopping, menu planning, deals
with the telephone company., utility cojnpanies, banks. Life is less stres
ful and lonely than independent living and more normal than lifeiin a
hospital or boarding home.

Two in-hospital groups.feed into the commutkity group by organizing the
group, having regularly scheduled meetings, planning for discharge and
making recommendations for their owh rehabilitation. The program is fund
by the state mental health authority, the county mental health mental
retvdation board, the state Department of Vocational Rehabilitation,
earnings of the group and $25.00 monthly for people on Social Security.t or SSI. People chosen f the program have litte oi- no work experience,

wN
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-h%ye been hospitalized for a long period of time 'or have been in and
ouf-of thellospit4 over-a longperiod'of time, have no family able or;
willing tp take* them back into the home.`

, e The OUR (Organized Unit Responsibility) Homes in Nebraska do not operAlte
: in such close "contact with the hospitals. TirslOgan is 'Greater.

' Inidependen 6 Through Cooperative Living.' , People n esuallyfintheir.cl

,.way to one f'the 14'homes through Community'egendies who are respoRsible
for them of after they' leave,the:hdspital: 2Inaa OUR hoMe the 'chronic Atients
find support frOm.each other and froi a staff coordinator. Former
patientsn!ay;be hired to cook, or do 1Lndry, or clean ho)se for4he
rest of th'e fesidents,. while ,others may find jobs 'in' workshbps.,
Some may,not\be able,towork. The staff helps residents adjust to the
community and' usethe-services available to them. The resident4Thave
helped the community..adjust to them. Residents may move,out.tO,apart-

.

ments,but if they find, the going.too4stressful they may move back, or
. retain the support 'system -by frequent visits.

..,/

The'Mental HealtikAssociation IR'Na4hville, Tennessee, has set_up as a
I

demonstration project.a House of Friendship which takes referrals-from,
the local community mental health center, which h4 the major resp.on-.
sibiplityjOr people as they 'return from the state, hospital. Returning
patients are offered.home meaningful activity as well as. help in read-
justing to community life in prograMs similar to those described above.

,.

Studies of Post Hospital Adjustment of 'Former Mental Patients

recounted several examples of post-hospital adjustdent of former

mental patignts.

An early VR- s.ponsored project in Massachusetts conducted a three to
-seven year follow-up of 160 patients released from three State mental
'hospitals between 1951 and 1954.. The investigators, Grob and Olshanskyo
estimated that about 25 percent of released mental patients with 90
or more days of hospitalization would be potential members of the labor
force. Of this group, over half would be able to locate and sustain
their own employment with little or no assistance. Some would be unable
.40 obtain-ermiloymenteven withhelp. The remainder, about 40 percent,
-would be of marginal employability and would need, for months or even
years, some combination of community services.5

The study in Vermont of mental-patients served between 1955 and 1960
noted a tendency for many patients to gravitate to association with some
type of institutiQn, or to seek supportive.contacts from staff members
who treated them. The report that almost 70 percent of chronic

4, Drawn primarily from the RSA Fisal Year 1975 R & D Plan.
5. Samuel Grob and Simon Oishansky, Survey of Employment Experience' of

Patients Discharged From Three State Mental Hospitals During Period 1951,1953
(Boston: Massachusetts Association for Mental Health, 1959).
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psychiatric patiente can be placed in the community if adequate transi-
tional( and vocational rehabilitation services are provided.6

0

,.Some follow-up studies Of mental pade have attempted to show the
relationship between readmission rates and certain demographic variables
These "efforts have met With moderate success. Linn fdund that the highe
,the number of llosilitalizations, the greater the-chances of being re-

,' admitted int lesjs than _a yeer.7 Freeman and Simmong on .the other hand
found that he key_variahle UppredictIng length of time in the communit
is length of hospitalization..8 The shorter the hospitalization, the
'greater the sucFes in remaining in the community. Lorei,9 PiShkin and
Bradshaw,10 and Robins11 found both length and frequency of ospitaliza-
tion are related to ciiltdoine..

t

\,, The detrimental effects of long-term institutionalization of, the mentall
ill have been well documented and are now widely recognized. Win 's
study of schizophrenic patients in London pointed out that from the re-,

--habilitation,standpoint, a long-stay schizophrenic patient has two sorts
bf handicaps: the chronic symptoms which identify him asa schizophreni
and-whiCh limit his capacity for work and independent living, and the
secondary handicaps acquired during his hospital stay. He 'concluded tha
"Chronicity may in fact be more a function 6f a custodial inert atmosphe
than of the disease..."12

,_

A /limber of studies of post=hospital adjustmenthave shown that return
to a conjugal setting generally leads to higher social performance and,
prevents rehospitaliiation, whereas return to parental settings often
leads to regression.13 A strong relationship has also been,,shOwn betwee
employment and ability to remain in the community, 14 with readmission
rates for the unemployed being higher than for the employed.15

6. George Brooks and William,Deane, Five Year Follow-Up of Chronic Vospi-
talized Patients (Burlington, Vermont: 1967). -

7. M. Linn, "Rehospitalization: Time in the Community as an Expression of
Adju,tment, Diseases of the Nervous System, 1964.

8. H. Freeman and O. Simmons, The Mental Patient Comes Home (New York: Joh
Wiley and Sons, Inc., 1963).

9. R. Lorei, "Prediction of Length of Stay Out of'Hospital for Released Ps
chiatric Patients,"Journal of Counseling Psychology, 28(4), 1964, pp. 358-63.,

10, V. Pishkin and F. Bradshaw, "Prediction of Response to Trial Visit ip a..
Neuropsychiatric Population," Journal of Clinical Psychology, 1960, pp. 85-88

. 11. A. J. Robins, "Prediction of Outcome of Convalescent Leave of Patients
from a Public Psychiatric Hospital;'Psychiatric Quarterly Supplement, Part 2,
1955, pp. 1-27.

12. J. K. Wing and G. W. Brown, "Social Treatment of Chronic Schipphrenia:
A Comparative Survey of Three Mental-Hospitals," Journal of Mental Science, 1961.

13. Freeman and Simmons, The Mental Patient Comes Home; and S. Dinitz, M.
LeftonS. Angrest, and B. Pasamanick, "Psychiatric and Social Attributes as Pre-
dictors of Case Outcome in Mental Hospitals," Social Problems, 1961, 8, pp. 322-28

14. Linn, "Rehospitalization,".Lorei, "Prediction of Length of Stay," and
T. Vitale and M. Steinbach, "The Prevention of Relapse of-Chronic Mental Patients,
The International Journal of Social-Psychiatry, 10(2), 1965, pp. 85-96.

15. Y. Dudgeon, "The Social Needs of the Discharge Mental Patient,"Interna-.

tional Journal of Social Psychiatry, 1G(1), 1964, pp. 45-55.
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Social adjustment of former mental patients has also been extensively
studied, and loneliness and social' isolation have befn seen as major
reasons for high readmission rates.16 Chronic patients"who are constantly
released and:yeacimitted seem to be-characterized by marginal community
ties, severe interpersonal difficulties, and lack of material and emo-
tional support in the community. This has a direct bearing on ability
to 'remain employed.

4

/ Approachesito Maintaining Community Adjustment

The growing tecognition of the importance of community services for
(former mental patients has led to development of a wide va1iety of
programs involving one or several communitY agencies.- Precise informa-
tion on Ithe effectiveness of specificotypes or combinations of- services
for spet'ific types of clients is surprisingly ladking. Many of'the
available reports are limited by an inadequate,number of subjects, lack
( comparison or control groups, lack of follow-up or too limited dura-
tion of'follow -up117

view of the consid le evidence of social isolation as a major factorTh°
contributing to recurring hospitalization of former mental patients,
many have advocated the ex-patient club as away of maintaining adjust-
ment. A nationwide network of social clubs is Recovery, Inc., which in
1970 listed 784 groups in 43 states and four 4.ftadian provinces with
7,100 paid members. Outside the Re1overy network, it has been estimated
that !n 1070 there were in the United States more than. 150 ex-patient
clubs, started under Various auspices. The Association of Therapeutic
Self Help Clubs is a loose national organization of local groups of former
mental patients.

Interest in self-help organizations has been rather conspicvdUsly lacking
in the literature, and only a handful of studies have analyzed self-help
groups in any depth. Katz in a review of self-help in rehabilitation
pointed up a number of advantages of such groups fox populations of de-..

''viant, deprived, handicapped, or disadvantaged'people. Such groups can
assist in overcoming isolation, providing a possibility for participa-
tion with others in constructive activity, facilitating open 'communica-
'tion, securing personal and group satisfaction through engaging in
mutually beneficial activities, and developing grass -roots approaches
to problem solving. 18 Hurvitz points out that there is considerable
evidence that peer self-help approaches are in fact substantially more
effective than professionally organized and administered services for
certain types, of people.19

/`

if\tt
16. M. Raskin and W. Dyson, "Treatment Problems Leading to Readmission\of

Schizophrenic Patients," Archives of General Psychiatry, 19, 1968, pp. 356-60; and
D. Miller and M. Schwartz, "Chronic heave Patients:' Passengers on the Hospital-
Cortimunity Shuttlebus," Mental Hygiene, 49, 1965, pp. 385.190.

17. Raymond Glasscote et 'al., Rehabilitating the Mentally Ill in the Community: 1
A Study of Psychosocial Rehabilitation Centers (Washington: Joint Information
Service, American Psychiatric Association, 1971). ,

18. Alfred H. Katz, "Self Help in Rehabilitation: Some Theoretical Aspects,"
Rehabilitation Literature, 28(11, 1967.

19. -Joseph Weinberg, A Study of the Contribution of Workshop Experiences to
the Vocational Rehabilitation of Post Hospitalized ,Schizophrenic Patients (Newark',
N.J.: Jewish Vocational Service, 1963).
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'Psychiatric Rehabilitation gFacilities

\
A survey of re litation faCilities operated by State VR* agencies was

made by the,Interagency Project .of the National Rehabilitation Association in
'

1968. At that time the general VR agencies in 26,States and in the District of

Columbia, Guam, and the Virgin Islands (29 agencies in all). reported that theyP
*

were operating 212 rehabilitation facilities. Agencies in 19 States reported
f.

' that they operated 52 rehabilitation facilities either exclusively or pre-

drinantlyfor the mentally ill.

Data on caseload, staffing sand costs were pr vided fpr 48 of the 52facili-

ties for the mentally ill. Those 48 facilities erved 17,814 residents and

9.661 nonresidents in fiscal L968. They were staffed by 1,232 man years and

the cost'of their operation was over $11,000,000. The follwittg tabulation sum-

marizes t e vocational rehabilitation services provided in'the 52 facilities:

4.

Table 16-3

VR Services at Psychiatric Facilities

A

Sevicea
,)

Number of Facilities

Evaluation 50
Adjustmentl

' SO
Physical Restoration2 42

.Training3 0 42
Maintenance4 44
Counseling, 52
Social 46
Extended Employment 12
Other (Placement) 9

t"

1. Includes work adjustment training, personal adjustment training, and
other forms of adjustment services.

2. . Includes a wide variety of medical or psychiatric treatment such as
physician services, the various therapies, and nursing-care.

3. Includes, prevocational training, remedial education, skill, vocational
and all other kinds of training except adjustment%training.

4. Includes "bed and-board" and similar expenses.
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Of the 52 faMitfes,seven (three of which were halfway houses) were

reported to be operated unilaterally by the State vocational rehabilitation

agency. The other 45'were repoited by the State- Vocational rehabilitation

agency to'be operated in cooperation with another public agency such as a State

hospital or community mental health center.20

The programs al these rehabilitation facility units for the mentally ill

vary as do the organizational, administrative, and financial arrangements. It

is safe to say that the vast majority of their.clientele would be considered

severely disabled.

Cooperative programs for the rehabifttation of the mentally illndve also

been undertaken to a limited extent'by State VR agencies and local public schools.

In at least one State, county welfare departments an the State VR agency Are

'working together in processing clients to and from the State mental hospitals and

utilizing community ~ resources such as,loal sheltered workshops as a part of

the common.effort.

Many otyer examplesstif cooperative program 21 efforts in the vocational

rehabilitation of the mentally .111 could be cited. It is not known how many of

the clientele in these programs would be classified as severely disabled. The

programs are notAd, however, since many models could be adapted to serve the

mentally ill who are severely disabled.

20. In addition, 22 of the 52 facilities have cooperative arrangements with
es or groups other than the host agency or its parent department.

21. Cooperative relations between discrete agencies include maRy'different
forms of relationshiOsr"They maybe simply referral arrangements whereby .people
seeking or needing help are referred to amore suitable agency fbr some or all of
the services needed. They may involve arrangements for the purchase of thser-
vices of one agency by another.

Cooperative programs of services between discrete agencies involve more
,complicated relationships since they are characterized by joint agency responsi-
bility'in the staffing of the program or in the provision of services to clients.
Changes in organizational and administrative structures and delegation of authority
are often Involved. Ariangements vary from out-stationing of agency perspnnel and
Aervices from one agency 'bon the premises of another to an actual pooling of staffing,
services or funding.

401



V
, 385

L

The rehabilitation research program has done much to encourage useof work-

f .

shops in psychiatric rehabilitation. MoteAhan aislozen major projects were

-supported, several by Jewish Vocation Service (JVS) or GoOdwill Industries in

various cities. The initial series of 'projects led to a series of 13 selected

demonstrations on work adjustment centers for disabled, people with emotional

problems.

Most of these projects had no.control or comparison groups. Two of the

projects with experimental and control groups succeeded in demonstrating the

advantagas of a work adjustment training program over counseling alone or over

more limited posthospi'tal services. JVS in New Jersey was able to employ 60

percent of a workshop group and 50 pe'rcent of a group which received vocational

counseling only, but only 9 percent of a group with no special services. 22

Similarly, a study at the Institute for the Crippled and Disabled in New Y6rk

sAceeded in placing'75 percent of an experimental group which received com-7

prehensive vocational services, but only 50 percent of a control group which

received only services from the VR agency.
z3

Only about 17 percent of the groups were able to maintain employment during

the followup per and there was no differential influence on rehospitatizd-

tion rates for either the experimental r'control groups. The projects, even

those working exclusively with chronic patients, succeeded in placing 50 percent

or more of those trained, and some placed substantially larger percentages.

.The Berman School project for severely disturbed adolescents succeeded in

helping 75 percent of clients, and 50 percent, were uccessful in maintaining

job's 6 months or longer.
24

JVS in Cincinnati place 83 percent of those trained,

but at a 1-year followup only about half of these placed were still working.
25

22. Weinberg, A Study of the Contribution of Workshop Experiences.
23. Dudgeon, "The Social Needs of the Discharged Mental Patient."
24. G. K. Berman and J. E. Slutzsky, A Structured Therapeutic Work-Study

Program for Emotionally Disturbed Adolescents (Freeport, N.Y.: 3.963).
25. L. Oseas, A Workshop Rehabil1tation Program for Persons with Emotional

and Mental Disabilities (Cincinnati, Ohio: Jewish Vodation Service,'1961).
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Goodwill Industries in Fort'Worth, working with chronic patients, placed 70

percent of the women and 63 percent of the men. However, at a 4-year followup,

20 Tercent ofdthe.women and 36 percent of the men had returned to the hospita1.26

Through thess a number of LC1llent models of vocational adjust-

ment programs for chronic mental patients have been developedq Available follow -

up up data, however, seem to indicate that for some patients, time-limited voca-

tionaltional services alone are not enough to enable/them tp maintain an adequate

vocational and 'community adjustment. Many need continuing or periodic assistance

to ov *rcome problems with hiving arrangements or family and social relationships. ,

Some array need long-term sheltered or semishplteredemployment and/or living

arrangements. The VR program should continue to,eXplore more effective ways to

serve these aeverely handicapped individuals.

' Community-Based Residential Services

A recent study of,community services for the mentally ill estimated that
4

there are approximately 200 halfway houses serving the mentally ill -in .the United

% A
States. An optimistic projection of the total number being served wq,ld be

only abOut 3,090 people at any one tiMe, as contrasted with between 500,000 and

. 600,000 residents in various psychiatric inpatient facilities. The author of

the study estimates that there would be as many as 100,000 such liersons who

might well be able to live in the community, provided thefe were openings for

them in halfway houses. This would indicate the need for several thousand half-

way houses, rather than the present 200.
27

TIe VR program has supported more than 20 research and/or demonstration

projects on various types of transitional residential facilities, [goat of them

26:- Asher Soloff, A Work Therapy Research Center (Chicago: Jewish Vocational
Service, 1967).

27. Raymond Glasscoe, et al., Halfway Houses for the Mentally Ill: A Study
of Programs and Problems (Washington, D.C.: Joint InfOrmation Service, American
Psychiatric Association% 1971).
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/
halfway houses. Models have been developed and successfully implemented .for

operation/of halfway houses and other residential facilities by State VR and/or

other State agencies, or in some cases as an interagency effort. This has been

done in Vermont, Kentucky, New Jersey, and Georgia, where a statewide halfway

house program exists. Successful programs have also been developed in affilia-

tion-with Community Mental Health Centers or hOspitals.

Available reports provide information on the process of establishing a

residential facility, niethods(for securing community participation, types of
t

services which may be provided,bmethods for selecting clients moat likely to

benefit, and the rehabilitative processes Which operate in such facilities.

Some of the projects alsb provide outcome data owthe rehabilitation success of

clients served. The reports are almost unanimous in concluding that the halfway

house services met important needs of the clients served.

Unfortunately, documentation of effectiveness from a research point of view

,." is bk]mied by the fact that moat of the projects did riot1/4 have control groups.

Glasscote's relriew of the literature on halfway houses
Ta
states that the lowest

reported rehospitalization rate was 9 percent and the highest. 45'percent. It

is difficult to make comparisons, because the houses were working with clients

withvaryingdegreesofdisabilityandthebaslstor computation of,rehospitali-

zation statistics was not uniform.

Comprehensive Psychiatric Rehabilitation Programs

There are, It present, only about a dozen comprehensive psychiatric re-

habilitation programs in, the entire country, if " comprehensive" is defined as

D.

including a combination of residential, social, and vocational services. Six

such p.rograms are described in detail in a recent report of the Joint Information

AService of the American` Psychiatric Association.l. They are Fountain HousP in New
(11)

York; Council House in Pittsburgh; Horizon House in Philadelphia; Thresholds
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in Chicago; Portals House in Los Angeles; and Hill House in Cleveland. These

programs provide excekient models of comprehensive services for severely handi-

capped former mentalypatients. 28
e

.. ,,

The VIT. program has supported rather extensive research on the effectiveness

of services at Fountain House, Thresholds, and Horizon House, with*rather

promising results. A Horizon House project, working with mostly chronic patients,

conducted a'major evaluative study of the effects of combining personal,coun-
*

seling, resocialization, recreation, vocational training and placement, and 0

halfway house and psychiatric consultation services.

0

At an la month followup, 76 percent-of clients were living in the community

.

and 34 percent were employed or in job training. However, 31 percent of clients

had been rehospitalized for varying periods. No differences between control
... ,

and project samples Were noted with regard to reho pitslization rates. Investi-
,

gators conclude that, althoughoa complete cure" may not.be realistic for some
e 0

fl
of the types of, clients, served, an ongoing comprehensive rehabilitation progtam .)-

e

,may minimize and reduce the interruptions of chronic and acute psychiatric

;tonditions. 29

Two major research projects at Fountain House,bNew York, have accumulated

evidence that the program there is effective 14hen well7attended, especially

when begun in the early part of the posthospital adjustment period. -Vocations

services include an innovative transitional employment program, through which

a large number of jobs are made available to the agency by local employers.

Fountain House assures employers that jobs will be covered if clients are unable,

to work, and staff fill in for clients, if necessary.

Clients are assigned to jobs on a rotating basis for part-time work of

about 3 months' duration. This gives them a variety of work experiences and a

28. Glasscote,Rehabilitating the Mentally Ill in the Community.
29, M. A. Roecker and P. W. Dillon, Foster Family Homes for Adults (Olympia,

Washington: 1971).
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chance 6- 4 confidence beforefindidt a permanent job. The residential

program of partments in various parts of New York which are rented to two or
rt

"Ss

more clients for varying periods of.timg. The,agency also offers extensive

social

A f

.other prevocational activities to member's.

r
lawup of experimental and control patients at 24 months showed a

I

signif cant difference betweentfie-two groups'in rehospitalization rates. The

resea ch also showed that "reaching out" efforts succeeded in increasing attenda

30at Fountain House and reducing the'number of irehoepitalizations.

Little systematic evidence- is available indicating the effectiveness of any

,bil.ination of rehabilitation services in reducing rehospitalization rates of

Very chronic patient6.- The finding that halfway houses or social clubs are

useful suggests that those, along with more comprehensle vocationally-otiented

services' such as transitional employment should be part of a comprehensive

program. The peed for "reaching out" to insure that clients most in need of

help utilize available services also. merits the attention of State agencies.

Another comprehensive approach to rehabilitching the chronic patient is

the Lodge system, developed by Fairweather and others at the Palo Alto VA
0,

Hospital in California. Patients in the hospital were organized into,smail

cohesive groups, trained in decisionmaking and mutual support roles, and trans-

ferred to a former motel in the community. There they established, own d,and

operated a janitorial, maintenance, and gardening services business. N live-in

staff were provided, and professionals served only as technical consultants.

Over a 3-year period, the 75 men originally participating earned some $52,000

tfkough their work.

The Lodge succeeded in becoming self-sufficient and still exists, with some

of its members having been on their owhrfor more thin 5 years. The success of

30. James Schmidt, An Evaluation of Rehabilitation Services, and the Role
of Industry in the Community Adjustment of Psychiatric Patients Following
Hospitalization (New York: Fountain House, 1969).
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this program Las spawned a number of recilications elsewhere in the country,

with about 24 uch programs extant as of mid-1974.

9

While rese rch in the rehabflitatiVn of the mentally ill ha _covered a

Wide range of to ics, from modalities of treatmenOto the use of halfway housrs

and workshop programs, it does not cover evaluation of the diverse programs for

rehabilitation of he mentally ill conducted by State VR agenciqs. 31
Con-.

sequently the liter ture does not reflectthe bulk of program activities on the

mentally ill,4nor th- variety and complexity of the organization and delivery

of service.

.TH CHANGINIgIELD OF MENTAL HEALTH

The introduction of drug therapy in the treatment of the mentally ill took

place in.the mid- 19501s.32 It was acoomp #nied by a growing realization that

treatmentof the men afiy ill-,was both possible and desirable. Zhe 'need for

resources in the co unit`' began to be recocguized.

A significant e ent was.,the Passage in 1963,of Federal legislation authorizing

33construction grants for community mental health centers (CMHCs). The objec-

tive of the legislation was to create a community-based alternative to county
441r.

and State mental 114 pitals for ehe treatment of mental illness. Cortgress statedI
its belief "that tf e development of new methods of treatment, the impressive

evidence of the potisibilities for rehabilitating the mentally ill, and sles-

'sening of our dispOsition to reject and isolate sufferers, all argue strongly

for the treatment of mental illness in the community. 1134

31. Except for isolated projects involving particular State agency efforts
or certain Aspects of them.

.

32. Tranquilizers were first used extensively in State and county mental
hospitals between 1555 and 1956.

.

1

33. Title II f P.L. 88-164, the Mental Retardation Facilities and Community
.

lHealth Centers Cons ruction Act of 1963.
34. Senate Report 93-1137 accompanying S. 3280, Health Services Act of

1974.
t
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Since this period, there has been a major shift in formal cake from mental

hqppitals to Outpatient clinics. The follOwing table shows the proportion of

the total episodes each type of facility cared,for in 1955, compared with the
r.

--.

,

proportibn in 1971.

Table 16-4 .

Episodes by Type of Facility

Percent
1955

Percent
1971

All Facilities
6-
100.0 100.0

Mental Hospitals .61.5 25.0
Psychiatric Services of General

Hosp4tals 15.9 13.3
.OutpatAent Psychiatric Clinics 22.6 41.5
Residential Treatment Centers for

Einotionally Disturbed Children (1) 0.7
, Community Mental Hea],th Centers (2) 19.5

(1) DAtta notreported in 1955. Percentage probably less than 1 percent.
(2) ComMunity Mental Health Centerswere not in existence in 1955.

Source: "Issues in the Development of Statistical and gpidemiolqgical Data for
Mental Health Services Research:

The emerging delivery system places reWonsibility on community mental healt

centers to provide mental health services to all mentally ill people, including

chronic cases within a .geographically defined catchment area. Further, making

tie aomAxinity mental center system the focal point for all services, and accountab

for their delivery calls for a working relationship with the,rehabilitation

services. State hospitals VR agency staff have for many years been an integral

part of the patient care team. Their role in determining if a patient is suit-

able for vocational rehabilitation has long been recognized. There, seems to be

a basis for the same kind of relationship between-the VR agency and the community
-,..

mental health center.

The VR agency now provides support and services for a patient wftile the

evaluation to determine suitability for vocational rehabilitation is taking pla .
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The evaluation may require, several weeks or may last up to 18 months under an

Arended evaluation." the VR agency arid the community menta health center can

work together to determine the patient's 'psychol'ogical and social needs, often
g

making rawrals to tither- agencies which can'prov7 ide necessary social services..

4
Since Retients frequently need services from several different social

agencies, a focal point or coordinator is needed in order to help find the needed

Vervices with the-miniMum amount of paii.ent stress. The community mental health

center has the obligationito provide such services.

The new Community Mental Health Center
:

ACt would require centers to provide

aftercare services; This new service will provide more opportunities for

e

VR.asencies and CMHCs to work together to provide adequate services to the

chronically ill.

Rehabilitatiorl should be a part of the aftercare services delivered through

' the community mental Ilealth system, rather than a separate system. As the focal

point of the system, the community mental health center should also be the

planning agent for the cill-onically mentally ill patient, as well as the conduit /

for aftercaie and rehabilitation fundb for the necessary services.

Although rehabilitation or vocational rehabilitation services are not

required is CMHCs under either existing or proposed legislation, such services

-are not precluded and, in fact, exist in many centers. A study was published in

1974 by th:r Mental Health Administrator,, Department of Health,.. Education,.and

Welfare, of 410 cenebrs, in which 242 responded. These centers were queried
. \

about their activities and relationships with local. Vocational Rehabilitatign and

Veterans Administratiah facilities. None of the categories in the national

summary differentiate between Veterans Administration and Vocational Rehabilita-

tion, but regional summaries show that almost all centers had some sort of contact

t
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and relationships with VocatiOnal RehabilitatiOn. The major trends in

relationships are quoted below.

Most of the replies to the original letter of inquiry came fr m the
Eastern half of the United States. The replies show that there is no
singleatterri of relationship between centers and vocational reha ilita-
tion activites and services, although they do tend to fall intd a rend.
The major trends are as follows:

1. No formal relationship exists between the center and the Vgca-
tional.Rehabilitation agency although they refer to each other

A

5

2.

on an informal biAis. The center supplies evaluative and \

psychological services to the Vocational Rehabilitation age cy
and the Vocational Rehabilitation agency accepts clients fr m

'"the centers.

'Formal and often signed agreements exist between the two agencies
which provide for the services to be rendered to each. These
fall into varying patterns as enumerated below.

3. Each agendy designates a liaison person or committee so there
is fixed responsibility for channels of referral.

'4. A representative from the local Vocq.tional Rehabilitation agency
visits the centers on a regularly scheduled basis to see clients.

5. A representative of the \ideational Rehabilitation agency attends
staff meetings regularly and instant referrals can be made.

6. The State Vocational Rehabilitation agency places vocational
counselors, secretaries, tind other staff at the mental health
centers. The mental health center in these cases provides space.
At one center in Kentucky, the center is

, paying for the tele-
phone of Vocational Rehabilitation staff. Vocational Rehabilita-
tion staff in centers appears co be Statewide in KentuCky and
this has been worked out through a central 6ftice agreement
between the two agencies. Florida and Puerto Rico also seem to
follow this pattern.

7. A small group of centers have sheltered workshopon,their grounds,
often including mentally retarded clients. These are found at
Rockland in New York State, Rutgers in New Jersey, and San Fernando
in California. V

8. The mental health center has an affiliation with a sheltered work-
shop such as Fountain House in
and Friendship House, which is
Hackensack (New Jersey) Mental

9. Some Vocational Rehabilitation
especially directed to alcohol

4i0

New York, H rizon House in Philadelph
affiliated ith the Dumont and
Health rs.

progr, eve special emphasis or are
Or nvolved clients.



394

10. In a few cases a VocatioaakRehabilitation agency is reprelented
on the Board of the Center or has an inplit into the policy-making
structure of the center.

Several VR State agencies' presently have very good working agreements with

State mental hospitals and community mental health centers. Resolution of the

divisionof labor has been difficult at times; but bicaUse the vocational focus

has been evolved, the procedures are being worked out.

411

r



CHAPTER 17

THE MENTALLY RETARDED

The class of disability called mental retardation causes

fewer, definitional problems than is the case with the mentally

ill. Where the intellectual function is very low and the

behaviors quite maladaptive, there. is good consensus that these
1

persons are among the most severely handicapped. 'For the

Comprehensive Needs Study, our concern is he relation-shipof

"Vocational Rehabilitation and a pxoposed Independent Living

-Rehabilitation (I.L.R.) program to the existing service delivery

patterns and systei for this group. At the level of the most

profoundly retarded multiply handicapped, there seems.to be

relatively little of a vocational objective into which to invest
0

funds"- Voluntary agencies and State programs in the past few

years, have received infusions ofFederal funds, through Medicaid

and Social Services. The Developmental Disabilities Act serves

as a coordinative mechanism. All of this suggests that independent

living may be left to the experts in the field of,services to the

mentally retarded.

VOCATIONAL POTENTIAL OF THE RETARDED

There are, however, some suggestions that the retarded as a
411,

group are more vocationally capable than is reflected in current

VR programs, where almost one-eighth4-of the rehabilitations have

a retardation diagnosis. Approximately 400,000 retarded citizens,

it is estimated, could be in sothe productive activity if the jobs

or workshops were available. There is even some suggestion that

'395
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the VR program, if it were to abandon a concern for benefit/cos

ratios,could go a longer way in helping severely handicapped retarded

than some of the more traditional retardation experts: In a program

of the Texas Blind Rehabilitation Agency, a number of young, blind,

profoundly retarded individuals are enrolled in a long-term project

on the grounds of a State, institution for the retarded. These Young

people are provided services directed toward their adaption to self-

care within the institution, with the eventual objective of discharge

to the community and ultimately to employment. After 2 years a

few have actually been put into the regular VR program and actually

placed. For the remainder, it is a long process of finding the means

to channel behaviors in the desirable directions. While progress is

slow, it is there. While the costs are high, the costs ofodoing

libtle-but retaining the individual in an institution are even higher.

Ifi an'analysis of the potential costs of shifting from a custodial

to a developmental strategy for serving the inmates of institutions

for the retarded in iorida, it appears that the resource investment

costs are apprOximately equal, while the potential resultb are in-

dividuals out of institutions and into the community.

It was not until the late 1950's that the disability of retarda-

tion received any significant attention by Spate agencies administer-

ing VR. From 1956 to the present, rehabilitations of thejetarded

grew to be a significant part of total rehabilitations claimed. From

1 in 100, the 'number has climbed to where "retardation" is the primary

disability in almost 1 in 8 of all rehabilitations. However, the

severely handicapped retarded (SHR) are still a small minority of the

retarded treated. 1

1. See discussion in Section II.
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Use of IQ for Eligibility

Semantics is perhaps one of the great hurdles .that various groups

interes,ted in the revised VR program must overcome if real problems are

to be addressed. To begin with, there is no clear definition among

program people of who the severely handicapped retarded, (SHR) are. To

1

0

some it means a specific IQ group, i.e., the severely reterded; 2
to

others the severely handicapped retarded is a group defined by its

ability. to function with little reference to IQ.

Retardation, in its popular conc.eption(, refers to an .individual

with low intellectual ability manifested by short attention

by difficulty in learning tasks, and often by emotional problems.

Operationally, this popular conception of retardation has been mulled

over, with changes in technically accepted definitions occurring about

once very 10 years.

One of the desires among advocate's for those who have low intel-
.

lectual functioning is to avoid labeling. classifying retardation,

therefore, the American Association on Mental Deficiencies (AAMD)

insists, in its series of definitions, that low intellectual function

be accompanied by problems in adaptive behavior in or4r for an indivi-

dual to be labeled retarded. 3

2., In its 'presentation to Congress discussing H.R. 8395, DHEW
listed only the ndmber of severely retarded rehabilitated among its
estimate of the severely disabled in its caseload for VR. In 'conversa-
tions with RSA pers=onnel, this view that the SHR and the SR were
synonymous was continually reinforced. As discussed Yater, this error
is on the low side. The VR program actually lkorts a much better job
working with SHRs than it claims." But as w141' also 'be shown, there
is much more that could be done.

2. R. F. Heber, "A Manual on Terminology and Classification in
Mental Retardation," American Journal of Mental Deficiencies, Monograph
Supplement, September, 1959, p. 3; H. F. Grossman, Manual on Terminology
and Classification in Mental Retardation (Washington, D.C.: AAMD,
Special Publication Series No. 12, 1973).
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Many persons with IQs below 70, wh *o would be labeled retarded,

function very respectably, even to the extent that their friends and

colleagues might not realize they are "retarded." :Adaptive behavior

may not surfeCe as a problIm in a coungeling situation until several

sessions have passed or until .material is.gathered and analyzed. For

eligibility evaluation, it is safer to assume that a person with a

score below 70 on the Wechsler Adult Intelligence Scale (WAIS) and

having employment prOblems a]T5Q has adaptive behavior problems than

to assume the converse. Heber estimates that over half. mf the indivi-

duals with IQ between 60 and 70 have such problems. The proportion

"-jumps to 95 percent IQ 55. 4
For planning p.urposes, a designation

i

of retardation irr.w 70 on the Wechsler Scale prov.ides an v

,1-

f.
s \°operational defi 'aibi.ltifolr measuring the extent o the target population

, -I
, A

4. RetardaL affects nearly 3 percent of the U.S. population. Of

the nearly 6 million so impaired, 400,000 are over 65 years of age and

2.6 million are under 20.
5

In the prime working age (20-64), 1.5

million (half of the remainder) are working. An additional 650,000

are gainfully occupied, primarily in keeping house. On the other hand,

over 500,000 retarded adults in the community are not gainfully oc-

cupied either at work, keeping house, or as students, who, by their

aggregate statistics, could be so occupied. In addition, approximately

240,000 SHRs are institutionalized in 24-hour care settings. It is

estimaq'd that well over half of these placements are inappropriate

but occur because of lack of alternatives.

4. R. F. Heber, Special Problems: The Vocational Rehabilitation
of the Mentally Retarded (DHW, 1965).

5. Jerry Turem and Ronald Conley, Roles of the Retarded, Report
to the Joseph P. Kennedy, Jr., Foundation, September 1972, p. 29.
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Judging from the above facts, retardation by itself has not pre-
)

cluded a majority of this severely disabled group from gainful occuFa-.

tion. However, many factors n addition to retardation seem to compound

problems for a large segment of this'group.

If estimates are-correct, at least 400,000 retarded persons living

in the community have the potential to work. Mdst of the remaining

750,000 nonemployed adult retarded have some poteritial for additional

development of activities of daily living (ADL) which will reduce their

dependence on others.

Separating those who have AD"h-potential but not vocations) poten-

tial from those with virtually no potential, on an aggregate basis,

is impossible. Too many factors make for the success or, failure of ,

1

individual cases. Thus, it is most logical to look at the entire

target group as a continuum of potentials.

However, some guidance can be gained from prior reports and studies

related to the SHR group. These studies have shown that:

1. While IQ is indicative of the potential kind of work an

individual will be able to do, it cant be used as a screen to filter

those who have work potential from those whd do not.

2. Age appears to retard the training process. Older retarded

adults (in their 40's and 50's) tend to be less flexible and amenable

6
to change.

3.. "more, Retarded workers fail on the job because of problems of

4 Vliving than 13,0c4Ose of problems of working."
7

6. E. Ka , Work Training Center, Final Report (San Fran'cisca:
National Assoc e ation for Retarded Children, Inc., 1961).

7. Pres 's Committee on Mental Retardation, These, Teo, Must
Be Equal: A Needs En Hahilitation and Employment of the. Mentally
Retarded (W n: The Committee, 1969), p. 14.
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4. The physically handicapped retarded appear to have the most

difficult timeobtainins services and then being considered for jobs.

Retarded citizens have higher rates of unemployment and non-employment

and lower rates of pay than their average for the U.S. population.

ACCOrd4Ag. to Conley, there are over a million mostly older, un-

trained, and generally unprepared mentally retarded in the community

unoccupied with work or keeping house. Because of the years of neglect,

many of these individuals would need sheltered positions in workshops

or in jobs specifically engineered for them in the, market sector if they
r.° '*\

weie to be gainfully occupied.

This group is basically over 30 years' of age, untrained, semi-

literate, and not used.to working; their retardation is,often com-

pounded by betievjoral (40.percent based on overall averages) and/or

at least one' physical problem (30 perCent). They need training, under-

standing, and much preparation for work.

The public cost of retardation includes earnings, loss from enforced

non-employment, impaired work, and unused homemaking services of the

retarded, with a deficif of $4.1 billion for 1974. Acceptiirg Conley's

calculation for excess-public program costs, the cost to the economy

rises to $6.65 billion.

T1ese are not all of the costs. Productive potential of employed

retardates is not always fully developed. Not rising to the highest

level of eMplayment possibly does not reduce national product; others

just advance more quicklyiand the retarded are left behind. The re-

tarded individual bears the burden of,less than fultwpotential earnings.

O

4.17
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Families of the retarded and the retarded themselves bear most of
.....--"

the rest of the burden which might be termed the "disutilities of

retardation." No direct dollar figure can measur the discomfort

caused by these disutilities; some families are b ely bothered,
0

while others will go Co any expense to ameliorate the situation.

With a large and fairly well defined population which has Consist-

4
eritly demonstrated rates of success equiValent to the rest of the VR

/ 'kr.

population, the natural question to ask 143, Why are there not more

retarded accepted into the VR program? For one thing, the VR program

appears to be. the last step in a fairly intricate, ,but new, chain of

services. Because it is relatively new, it has missed most of those

who would, have embarked on the series earlier.

Rusalem, Baxt, and Miller amplify the issue with their report on

a demonstration involving the adult retarded. While we have tended to

label the group with a single name, their problems are very diverse,

ranging from attitude of parents and employeri to the readiness for

work and the availability of such work.8 As individuals there is,a

peed for differential programming. "Unfortunately, notcnly is dif-

ferential programming unavailable in most communities, but even the

most general of vocational rehabilitation services may not exist in

the areas in which they live."9

8. Herbert Rusalem, Roland Baxt, and Alfred Miller, Vocational
Rehabilitation of the Mentally Retar d Adult, RD 2346, SRS-RSA
(Springfield, Va.: The National echnical Information Service, PB 214
,491, microfiche filmed 3/12/73), p..5.

9. Ibid., p.4. J1
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According to the researchers, differential programming. means more

than just individualized programming, but programming built on assump-

tions which differ from those upon which Ole current VR-MR program is

10 zgz)

built./--

The State in which a person lives, and whether the residence is

urban or rural, has a significant effect upon the extent of VR services

and the very ability of VR to serve the SHR. States with poorly

developed programs of special 'education or special coutseling for'the

retarded lack an important Link in the vocational development of the

severely handicapped, but not totally disabled, retarded.

This statement is borne out by the vast variation in Skate VR

agency rates of acceptances of the retarded, and their con equent

closure rates. These rates varied almost sixfold among the States,
!

frOm a low of 3.6 percent to West Virginia to a high of 20.7 percent

in Missouri in FY 1972.

Even more striking is the variation among States in the treat-
,

ment of the severely handicapped. Taken here as comprised of the

moderately and severely retarded as reported by the'States, the

percentage of the total completed caseload varied from a low of 0.5

percent in Kentucky to a high of 5.8 percent in neighboring Indiana.

Why Are Some SHR Underserved?

It might be argued that a tremendous amount of screening of the

retarded takes place before they reach the VR counselor, with only

the most likely successes recommended. SpecLal education counselors

in several States have working agreements with State VR agencies for

prescreening. The VR counselor serves mainly as an employment conduit

with little counseling provided. 11
The 1969 profile further reinforces

10. Ibid., p. 5.

11. Armstrong determined4ihat a man-year spent wholly on counseli
retarded produces 42 rehabilitants whereas it produces less than three

419



403

this surmise: Almost 55 percent of the VR-MR caseload was referred

by educational institutions, compared with 10 percent for the'rest

of the VR caseload.

There is evidence to suggest that the VR counselors is not equip-

ped to improve the status of the severely handicapped retarded person.

The training of VR counselors in verbally oriented (as opposed to

behaviorally oriented) therapy techniques may also reduce' their potential

effectiveness with the retarded. 12
Since a high ,degree of association

has been made of low intellectual functioning and social maladaptation,

even to the extent 'that the American Association on Mental Deficiencies

has included it in its definition of mental retardation, 13 the inability

of counselors to work with behavioral problems of retardates indicates

this concomitant disability may be significant in.rejecting a person
9

for services.

Improving Present VR Program

Among the problems sometimes encountered by the job seeking re-

tarded are: (1) lack of training; (2) discrimination on the-part of

employers and potential colleagues; (3) difficulty in locating jobs

suitable to their abilities; and (4) inability to complete job applica-

tion forms. While availability of work fluctuates, many retardates

are idle in good times, even though they would be hired if somehow

they and the potential employer could be brought together. The National

(cont'd) with mentally ill clients and slighPy over three with
orthopedic/amputees. Philip Armstrong, "An Analysts of the Allocation
of 'Counseling Resources in Vocational Rehabilitation Agencies," Working
Paper 163-13, The Urban dnstitute, Washington, March 1973.

12. William I. Gardner and John M. Stamm, "Counseling the
Mentally Retarded: A Behavioral Approach," Rehabilitation Cotinoeling
Bulletin, September 1971, pp. 46-47.

13. R. F. Heber, "A Manual on Terminology," p. 3.
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Association of Retarded,Citiaens contracted with the Bureau of Appren-

ticeship and'Training of the U. S. Department of Labor to find job

openings for the retaded. 04 the 1;500 openings found, they could

fill only one-third over a 2, year period. The retention rate was 80

percent. 14

With several hundred2thousand potential workers among the one

million retarded, opportunities such as these should not be

missed.

A vast amount has been written On various aspects Of the habilita-

tion and rehabilitation of the mentally retarded. Almost 200 research

demonstrations specifically targeted at mental retardation have been

supported by the Social and Rehabilitation Service Administration of

the Department of Health, Education and Welfare since 1955. Several

others of a more general nature also treat this subject. Yet, in re-

viewing those reports which were obtainable little of a generalizable

nature could be gleaned.

Moreover, a review of literature using Mental Retardation Abstracts

as the principal source yielded no neat answers as to approach, although

all agrhd'that deinstitutionalization was directly dependent on the

amount of services. Cobb states, from his review of-research through

1968:

..,if there is one clear conclusion to be drawn from
this array of studies, it is that no simple formula for
prediction is possible,- that the relationship between pre-
dictors a'tI o4iteria are enormously complex...15

14. Final Report of the MDTA- roject to Promote Job4Oppor-
tunities for the Mentally Retarded as igton: Bureau of Apprentice-
ship and Training, U.S. Department of Labor, 1967).

15. H. V. Cobb, The Predictive Assessment of the Adult Retarded
for Social and Vocational Adjustment: Part II, Analysis of the
Literature, Report on SRS-RSA RD Project 1624, (Springfield, Va.: The
National Technical Information Service, PB 205 669, filmed 2/28/72).
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Butler and Browning cite "the diversity of findings and the* lack

of consensus among investigators concerning dimensions of and under-

lying reasons/for the rehabilitation success of the retarded: 16
One

of the main reasons for the diversity, they suggest, gay be the diversity

of populations used in the sample, as well as type of job placement

considered.
17 Ayer and Butler found thaticounselor empathy, respect,

genuineness, and concreteness/varied widely and could be at the base

of the difference betty ed success and failure.

Model Transitional Prog ams in Institutions

One of, the most effective transitional programs describ.ed in the

literature was a project conducted at the Elwyn Institute in Pennsylvania,

through which be clients were successfully placed in the community.

Thes clients had IQs between 50 and 80, and ,d spent from 2 to 49

years in the institution. Through the project 'a traditionally custodial

institution was transformed into a rehabilitation facility. Compre-

hensive services included formalized personal adjustment training, as

well as a Com&Inity Work Program which allowed early detect on of

adjustment problems before Clients were discharged.

By the end of the 4 year project, none of the clients discharged

had required reinstitutiOnalization. Subjects were reported to be

doing well in unskilled and semiskilled occupations. They had avoided

serious legal difficulties al4 were coping adequately with daily

The report notes, however, that levels of income remai(p marginal, and

that clients show a need for continued advice, support, and assista ti ce
tv

in order to maintain community adjustment.
0.

16. Philip L. Browning and Alfred J. Butler, "Predictive Studies on
Rehabilitation Outcome with the Retarded: A Methodological Critique," in
P. L. Browning, ed., Mental Retardation (Rehabilitation and Counseling)
(Springfield", Ill.,,: C. C. Thomas, 1974), p. 199.

17. p. 204.
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Another transitional project, conducted by the Arkansas Rehahili-

tation Srvice, worked with 276 mentally retarded clients who had been

in a custodial unit of the State mental hospital. Clients selected

.without regard for potentiAl employability were offered a comprehensive

rehabilitation program designed to prepare them to Ave and work out-

side th'e institution. The "rehabilitation counselor was stationed at

the institution itself and provided a powerful source of 11.nkage

between the institutional program and community resources. At the end

1of the'project, 50 clients were closed as rehabilitated, 38 were closed

as not rehabilitated, and 168 were receiving services. Unfortunately,

follow-up on post-institutional adjustment was not reported.

Thes d other projects have demonstrated how"effective voca-

tional rehabilitation services can enable many retarded individuals to

leave institutions and become %mploydd in sheltered or competitive

employment in the community.

Demonstration projects working with SHRs such as reported by Rusale

and Katz have indicated, the value of developmental,services for VR

rejects and sustaining services for VR failures. Studies such as these

as well as others have demonstrated the arbit.rarineds of eligibility

based solely upon judgments of vocational potential.

0-t-h-et--re4Learch has shown that vocational potential may be just as

much related to the adequacy of services as the adequacy of the indiyi-

.dual being served. 18
'Thus the'fact of failure under one set of service

circumstances does not preclude the possibility of success under another

set.

18. D. Brolin, "Value of Rehabilitation Services and Correlates
of Vocational Success with the Mentally Retarded," American Journal of
Mental Deficiencies, September, 1971, pp. 644-651. A board of 3 raters
judged whether services provided were adequate or inadequate. Client
success was correlated with these judgments. These receiving "inade-
quate" services did significantly worse than was predicted on a pre-
aervice aasessment.
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With ADL considered as part of a continuum, the pioblem of eligi-

bility determination will be eliminated. But the need for planning --

, that is, predicting the aggregate need for'and usefulness of services --

becomes even more crucial. In order to obtain this greater degree of

accuracy it is necessary to develop a schedule which reflects, on ag-

gregate, the potential beneficial effects of VR and ADL services. The

list developed here is based on fairly scattered evidence on vocational

and independent living potential discussed in the following report.

It should not be used as a guide on individual cases but may be-useful
V

for planning.

The priorities suggested are almost a mirror image of the current

VR-MR caseload in most States. Table 17-1 reflects the almost unanimous

findings of several reports that vocational potential is not related to

IQ. However, when other mental and physical disabilities are added,

the person with high.v IQ maintains aome potential, while the person

with a very low IQ has questionable potential, at best. The ordering

is based on the premise that if a potential exists, the most severely

disabled should receive the highest priority. While this assumption

may not maximize returns based on benefit-coat calculations, it mini-

mizes leakages of services to those with marginal needs.

Thus, in planning the development of services for the SHR, Table

17-1 should be converted into a probabilistic table reflecting the

percentage of individuals in each subgroup who would be helped by (a)

ADL services and (b) VR services. Such ,an undertaking would nted data

f;om past experience related to what proportion of each subgroup

experienced net benefits from specific services at what cost.

4 /' 4
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Table 17-1

Priority Scale for VR Services tor
Severely Handicapped Retarded

Level of
Retardation

Level of
Physical
Disabilities

Social Maladaptation

None Mild Moderate. Severe

Mild MR

None
Mild
Moderate
$gvere .

L
L
M
H

L
M
M
H

M
M

H

H
H
H*

Moderate MR

None
Mild
Moderate
Severe

M
H
H

L
M
H
H*

M
M
H ,

H

H*
9

Severe MR

None
Mild
Moderate
Severe

M
M
H
H*

M

II*

H
H*

H*

?

Profound MR

None
Mild,
Moderate
Severe

H
H*

?"

H*
9

Priority

L = Low
PM = Moderate
H = High
? = Questionable as to vocational and ADL potential
* = ADL only
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A beginning of these estimations can be developed from a project

now in progress at California State Hospital at Pomona. Researchers
1 .

under the direction of Dr. Richard Eyman have been collecting longitudi -.

nal information on retarded clients in various programs in eight States.

While no VR program is now included, the services provided are similar

to those thaAill provide SHRs in a revised VR program for ADL.

The Pomona study uses service categories established in the Develop-

mental Disabilities Act to cluster the variety of individual services

provided to, retarded clients. ThE researchers are also measuring change

in 10 demains of, adaptive behavior and associating these changes with

the presence or 'absence of a service or service category in a client's

service record.
p

Some very preliminary figures were supplied to the Comprehensive

Needs Study by the Pomona researchers. These figures suggest that

services in the category of shelteredig-mployment can be associated

with improvements in client functiOns, he fields of independence,

physical development, economic activity, developing a number/time

concept, ability to do domestic work (but not general work), and

socialization.

Table 17-2 providesla summary of those services,associated with

some poswitive change in adaptive behavior dodains in these very early

figures from the Pomona study. The importance of sheltered employ-
4

ment, recreation, and domicilary care services in improving adaptive

behavior is an interesting one, requiring a great deal of followup

study and analysis before a genotal conclusion should be reached.

C

4'U
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Table 17-2

Service Areas Related to Improvement in Adaptive Behavior'

Adaptive Behavior
Domain Service of "significant help" 2

Independence

Physical development

Economic activity

Language development

Number/tithe concept

Domestic work ,

General work

Self direction

Responsibility

Socialization

Treatment, sheltered employment,
recreation.'

Shetered employment.

Education, sheltered employment,
domicilary

Education, recreation, domicilary care.

Evaluation, day care, sheltered employ-
ment, personal care, domicilary care
'counseling, referral follow-along.

Training, sheltered employment,
domicilary care.

Counseling.

Wmicilary care.

Education, personal care, domicilary
care.

D'ay care, sheltered employment,
recreation, personal care, counseling,
referral, follow-along, transportation.

Note: These associations are based on very early reports and quite

subject to change as more information is gathered.

1. Based on abase reports on .207 moderately and severely retarded
clients developed by the California State Hospital, Pomona.
2. Based on a change of one standard deviation in adaptive behavior
score over one year.
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In an accompanying. letter, Dr. Eyman, principal investigator on

tAfgCtudyindicates that "change has much to do with initial level

of functioning and age." It will indeed be interesting to see what

services aid groups of different ages and levels of functioning.

'Activities of Daily _Living

Improving the ability of the retarded to cope°with the Activities

ofi Daily Living (ADO has been an integral part of the VR program.

Unfortunately, VR has not taken due credit for its partial successes

in reducing client dependency. When the client is closed not rehabili-

tated, the work going into such a client is viewed almost aswasted.

Even worse is the calculation that must be made very early in a case
q

as to the vocational potential of the client, rather than the ability

of the program to help him, stepwise, to his highest potential,

whether it is vocational or not.

Extended evaluation was supposed to improve this progression, but

has provlded less of a contribution than would have been expected. Of

71,240 VR applicants in 1973 who could be classified as mentally re-
4

tarded, 19,061 (26.8 percent) were closed at applicant -status. Of the

52,179 who continued, only 1,920 (3.6 per4ent) were closed during ex-

tended evaluation. It could be claimed that the //atter percentage is

indicative of the successfulness of extended)ievaluation in getting

individuals into the VR program. However, i is even more indicative

of, the lack of risk taking in the extended evaluation portion of the
ti

program.

Many more SHR individuals could be admitted to extended evalua-

tion thri now occurs. If independent living were seen as a separate

goal of the VR program, part of a continuum which leadu to the m.lxlmum

4 )S
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development of client potential, many individuals now.considered too

risky with respect to vocational potential would eventually be ac-

cepted for VR services.

In accepting. these additional individuals and providing services

. to them, some will not progress, and some will progress only to a plateau

of independent 11ing. These two subgroups are now virtually excluded

from VR. In this eligibility process, many persons with vocational

potential were also probably excluded. If ADL is made an acceptable

goal, not only-will additional SHRs be placed in jobs, bat many others

will gain invaluable self-esteem while permitting excess social costs

to be reduced.

Community Adjustment of Retarded Persons'

The report of the Elwyn Institute project on aeinstitutionaliza-

tion previously described also reviews 11 followup studies of deinsti-

tutionalized retarded persons. One which-was supported by the VR
z

program was a followup study of retarded people who had left a State

institution 10 years earlier Without detailing these studies, which

varied as to the nature of population, type of community placement,

length of time in thwAmunity, and other factors, it can b'e stA

that all of them show chandes of "successful adjustment" as-*a-b

to 80 percent. In view of this, Goldstein has concluded that "...the

majority of higher grade mentally retarded inmates 9f public institu-

tions will make a relatively successful adjustment in the communities

when training, selection, placement, and supervision are all at an

optimum." This conclusion seems to represent a-consensup of attitudes

of researchers in this area.

429
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-One folIowup study oCmentally retarded supported by the VR

program watt;carried out in Connecticut by the Connecticut Association

for Rptarded Children. About 215 subjects who had been identified
V

as having IQs between 50 and 75 were studied to determine. fadfors o

succesSfua compunPty adjustment. .The investigators conclude that the

characteristics associated with success are in areas open to manipula-

O

tion. Such factors include efficient use of intelligence, social
1

competence, parental support; and presence of an emotional,support

figulfe. The report also indicates that those retarded persons with

the greatest adjustment problems appear.to have unutilized potential.

CURRENT RESOURCES TO MEET SERVICE NEEDS

Cooperative programs between State VR agencies and programs of

special education have been mentioned as one important linkage in the

vocational development of the severely handicapped retarded. The

d$velopment of these programs has greatly enhanced the vocational and

living potential ,bf the retarded, particularly those with no other

problems than loW intellectual functioning. In FY 1974, the Office of
4

Education allocated about $100 million for services and training for

the mentally 'retarded.

Community mental health centers, mental retardation centers,

Medicaid (Title 19), and social services under Titles 4A and 6 of the

Social Security Act as amended (1973),provide the bulk of the remain-

ing'service funding (Table 17-3). These services were mentioned

earlier as especially useful in reducing social, emotional, psycho-

logical, asnd medical dependence. The Developmental Disabilities pro-,

gram provides coordinative function Aver these and State programs. All

of these programs experience tremendous'variations frdm State to State

and even within States.
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1

TABLE 17-3

Expenditures for the Mentally Retarded,
by Source of Outlay

(in millions of dollars)

/Medicaid l/

FY 73 FY 74 (est.) FX 75 (est.)

226.0 280.0 350.0
'Developmental Disabilities 28.4 28.4 28.4
VR 93.6 98.0 105.0
Titles 4A, 61/ 126.4 200.0 260.0,
Title 5 (Maternal Child 21.5 22.0 23.0

'Health)
Community Mental Health 15.0 17.0 19.0
and Other Public Health
Funds a.

II I

14. Medicaid increases attributed to increases,in the Intermediate glare
FAcilfty program, which is primarily for long-term care, not develop -
mental services.
2/ Much of the increase in 4A and 6 fupdsois for deinati
Lion, establishment of community services, and service
marily at the child population. About 15 percent is a
services to the SHR adult.

4
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Aid to States under Title VI of the Elementary and Secondary

Education. Act. of 1965 will probably have the most far-reaching impact

for the retarded. Through the development of teaching techniques

and experimentation, the extent to which the retarded can actually

be trained is finally being understood. The selfperpetuating rela-

tionship between mental deficiency and inability to learn is being a

tested. -Because of these "demonstrations," court tests of equal

educational' opportunity have been brought An several States with the
0

'verdict almost always requiring the State to extend resource avails-

bility to this special group.

The 1962 Report to the President of the President's Panel on

MentalO.Riatardation spoke to the issue of the primary importance of

VR-education links:

...it is clear that the first line of attack is
through the educational system,.... What is needed for
vocational preparation is a program starting during
the teens which coordinates special education, evaluation,
and guidance with prevscational training and vocational 4

training.19'

During the 6. years following the report, 43 VR-Research-Demonstration

projects ware funded to explore the potential of this'relationship

through work-study, TheGe/Projects apparently gave sufficient impetus

to work-study as to promote over 1,000 cooperative agreements between

State VR agencie6 and school Systems. In 1969, close to 100,000

students were served by these agreements, with many more being served

by inform
ia
1 arrangements.

19. The President's Panel (now Committee) on Mental Retardation,
A Proposed Program for National Action to Combat,Mental Retardation
(1962).
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Models of Program Planning, Coordination, and Service Integration

The growing trend to transfer responsibility for care and rehabili-

tation of the retarded from the institution to the community highlights

an old and familiar problem -- the difficulty in achieving coordination

and Integration of services to meet the multfiple needs of this group..

Recognition of thig problep led the President's Panel in 1962 to stress

the need for a continuum of care for the retarded, which was defined

as: "...the selection, blending, and use, in proper Sequence and

relationship, of the medical, educational, and social serVices re-

quired by a retarded person to minimize his disability at every point

in his life-span." The panel also recommended that there Should be

available in every community a fixed point o.f referral and information

which provides consultation service for the retarded.

Five projects\that attempted to bring about coordinated services

for the mentally retUrded were supported by the VR program in the late

1960s, and a comparison of the differences, strengths, and weaknesses

of each of the five models was completed by the University of Wisconsin.

The five projects were under the auspices of the different coordinating

agencies: ,a voluntary association of professionals in San Francisco;

a parents' group in Bridgeport; the private service delivery agency in
ti

Milwaukee; a traditional welfare federation in Cleveland; and a specially

created coordinating structure that emerged from a joint powers agree-

ment between city, icounty, and State governments in Los Angeles.

The report concludes that although none of the projects was fully

/effective in establishing a continuum of care, some of the barrierb to

complete success had to do with structural and political constraints in
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the community and the larger political system and were therefore out-

side the control oeproject staff. Recommendations and conclusions

from this report, quoted below, appear to have applicability not only

to coordinating services for the retarded, but also to work.with other

groups, including the mentally ill.

. 1. Funding intended to create permanent coprdination or

integration Mff services in lo'callcommunities should be channeled*

through agenciesof the state and county government, not through.private,

local agencies.

2. Demonstrations should always have built into their design,

as a condition for getting such funds, provisions either for continu-

ing funding from alternative sources, or for assuring dispersion of

CS.

the lessons and the resources of the,project to,related agencies.

3. The sponsoring organization for such an activity should

be as neutral as poSsible with respect to the interests of the units

being coordinated, and should have a high degree of legitimacy in the

community.

4. Mechaniuis should b'e established so that parents, com-

munity groups, and other interested citizens can participate in goal

setting and policy development for integrated service delivery systems.

5. The professional leadership of service integration and
,1.05r)

delivery sCrulptures should, however, be insulated from immediate

control by advocacy groups.

6. A planning unit should be an integral part of any

integrated delivery system.
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7. Categorical aid programs...should be consolidated under

a single, central funding facility.

8. Coalitions of agencies should be utilized as one way of
4

establishing service integration systems.

9. Limitations on 'the amount of financial resources made

available to a service delivery and/or coordinating torgAniZation in

an integrated service delivery system in order to-restrict the rate

of vowth-to no more than twenty- five- percent in-a given one-year

period of time.

/ /
The Developmental Disabilities legislation is designed to lead to

implementation in each State of \oordinated' servieee'fbr the Tetarded.

Findings of available research on alternative approach& to service

integration should be taken unto account by the DO and VR program in

planning for implementation Of the current legislatio

IMPLICATIONS FOR VR

The Rusalem project provides-some generalizations-which, while

needing further substantiation, provide a starting point for working

with the older retardate. To begin with, an abundance -of social

services shoui be available: specially trained counselors, supportive

services such as mobility and self care trafning, family counseling,

long-term followup and follow through.

Sheltered employment both in special workshops and in competitive

areas needs to be developed even more for this group, with longer

evaluation and training periods, job site development (with much more

individualized attention than is now given) even down to planning auto-
.

mation which will assist tilt,. client to obtain and maintain a(tjob'
4
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Overcoming, social dependency can be a long process. The older a

client, the longer the Process usually takes. Counselor discourage-

ment with client progress toward ADL during extended evaluation is

one of the major reasons why a client is not accepted for full-scale

rehabilitation work. The Rusalem study urges hat, "The usual time

boundaries set by state vocational rehabilitation agencies for free

services should be waived..." 20 Having certain deadlines of time

rather than seeing client progress, no matter how slow, discriminates

against the SHR who is particularly socially deOlendent.

Part of the problem may be that the funding of extended evaluation

and service purchases through Section 2 of the Vocational Rehabilitation

Act funds puts such work in competition with other areas which a

counsel* might have decided was more important. Greater emphasis
, .

should be placed on extended evaluation through separate funding and

greater flexibility in time.

The connection between State agencies offering family and community

services and VR is often competitive and very tenuous. Some agency

relationships work to the disadvantage of the SHR. An integral part of

almost all recommended progrin m. is family counseling and community
rU

acceptance. Often the social service agency has resources which can

be drawn upon by the VR counselor who chooses not to use them, or worse,'

is ignorant of them. Counteracting social dependency is one of the major

objectives of these social. services w i h are authorized under various
4

titles of the Social Securi.ty Act. ere is need to bring the agencies
cZ?

\conducting_ these programs toge her, cooperatively, and this move may

20. Ibid., p. 20.
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require a mandate in both Acts. Housing both in anumbrella agency,

however, is apparently not a sufficient condition to bring the services

together at the client level.
or

While the treatment modalitied for psychological and emotional

dependency are different from that for social dependences, the policy

implications are almost identical. Greater and more flexible use of

extended evaluation as well as other federally funded (and other)

social service programs. Community mental health centers funded

under various titles of the Public Health Service Act should assist

in overcoming the problems associated with emotional dependency --

perhaps to the extent that the client's VR status be held open until a

recommendation to close or continue to full rehabilitation is provided

by the other service agency.

Services for the psychologically dependent (psychotic)'mentally

retarded are extremely difficult to find. Apparently the technique

that has had the most success, behavior modification, is difficult to

administer and often appeas inhumane. Counselors usually have little

background in this area, and there are few community resources to draw

upon fqr assistance to the adult psychotic retarded. Since most of the

retarded who manifest psychological dependence function at the higher

levels (mild and borderline), the potential for vocational rehabilita-

tion into fairly productive areas is high, once the dependence is

removed. However, outside of a very few prisons, and other institutions,

work in this area remains primitive or noaexistenn
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Too often the generalist-counselor is attempting to solve problems

of dependency for which others may be more extensively trained and

better able to handle. Just as he defers to the medical practitioner

for alleviation of medical problems, so he might serve as the coordina-

tor of'services to alleviate social , emotional and psychological depend-

ency. Serious tAfforts to better relate rehabilitation acid developmental

disabilkties with respect to the severely handicapped retarded is

essential with or without an independent living program.
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Chapter 18

THE BLIND AND THE VISUALLY IMPAIRED

The total absence or loss of vision or a severe restriction in usable

viejlon causes many problems for the individual. For the person who is blind

from birth or very early childhood, these problemsonecessitate adjustments

in preschool training, in vocational and academic education, and in preparation

for a It life. The perdon who becomes blind as an adult must accomplish Many

adjustments, modifications, and substitutions from the sighted way of life

in order to function effectively as a blind individual. In most instances -the

person who becomes blind as an adult will need Considerable assistance from

trained professionals in order to make successful adjustments ingattitude, in

daily living activities, and in vocational activities to permit a full and

meaningful life.1

Blindness happens not only to an individual,, but to a family, a community,

a school, an employer, and in fact, to a whole culture. While this is'also true

>
of other disabilities or handicaps, there Is a4ead bit of evidence that

throughciut history blindness has been regarded as a different thing. The

blind person was rejected more in some cultures and protetted more in others.
2

Thtgreatest need of the blind person is for understanding and acceptance

of the disability by family and by the community. The ramifications of blindness

are severe andvaried and atould never be underestimated. For some

1. Roy J. Ward,-"Rehabilit2ition Teaching," in Richard E. Hardy and John
G. Cull, eds., Social and Rehabilitation Services for the Blind (Springfield
Ill.: Charles C. Thomas, 1972), pp. 350-59.

2. Mary AC. Bauman, "Research on Psychological Factors Associated with
Blindness," in Hardy and Cull, Social and Rehabilitation Services, pp. 153-73.
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the period of psychological trauma and subsequent adjustment is long; for others,

relatively short. Whatever the duration, it is a period of significant str4

Thomas J. Carroll termed it the period of mourning."

Unless the family accepts and assistsIthe blind person in-achieving the

goals of employment or independence in travel and other. activities of daily

living, rehabilitation efforts are likely to fail. Countless case histories re-

veal that a great deal of time, effort, and money can be spent in helpibg a

person overcome visual disability and achieve independence in travel and in

other activities of daily living, only to find upon return home that the

family was not prepared for the independence displayed and
;
systematica

about destroying it.

Community acceptance of blindness as a disability has been slow. In-

went,

vestigations indicate that blindness engenders a universal and profound feeling

of fear on the part of most people. In one study it was found that blindness

is exceeded only by cancer as the disabling condition most feared by the public.

The need for community acceptance is, however, essentiallrehabilitation, and

411Lch work has gone into creating public understanding and acceptance. Better

programs of public education are being carried out, the number of volunteers work-

ing in behalf of the blind exceeds by far the number working with other disa-

bility groups, and the numier of blind and visually impaired persons who are

successfully returned\to the community is steadily increasing. Fears are gradually

being overcome. However, the battle is not yet won and much' more remains to be

done.
3

POPULATION AT RISK

Definitions - Blindness and Severe Visual Limitations

As defined in the Social Security Act amendments of 1967,

An individual shall be considered to be blind if he has cral
visual acuity of 20/200 or less in the better eye with the

en

4se

3. Douglas C. MacFarland, "Social Services and Blindness," in Hardy and
Cull, Social and Rehabilitation Services, pp. 366-78.
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of a correcting lens. An eye which accompanied by a limitation
in the. fields of vision such that the widest diameter of the
visual field subtends an angle'no greater than 20 degrees shall
be considered for purposes of the first sentence of this sub-
section as having a central visual acuity of 20/200 or less.

Persons with "severe visual limitations" are broadly defined by the

National Center for Health Statistics as those with both eyes involved who

cannot read newsprint, even with best correction.

Prevalence, Incidence, Principal Groups, Causes

Based on the above definitions, the National Society for the Prevention
Ara

of Blindness (NSPB) estimates that there are approximately 475,200 blind

persons in the United States today and that 35,000 persons lose their sight

each year. The National Center for Health Statistics-(NCHS) estimates the

number of persons with severe visual limitations at about 1,000,000 throughout

the country. It is also estimated that nearly half the U.S. populatir .

suffers from a visual_disability that requires corrective lenses.

It is generally agreed that in the "blinei and "severe visual4limitations"

groups, more than 50 percent and perhaps in excess of 60 percent 0:tre 60 years of

age and older. A review of the chronological tabulations published by the

NSPB in 1966 and 1969 indicates a significant increase of blindness with

(advancing age. Despite the fact that the elderly constitute the greatest

number of the blind and those with severe visual limitation, only a modicum of

rehabilitation, restorative, and social services is available to them. Robert

Scott-, in The Making of Blind Men, says that two-thirds of the organizations

and programs for the blind cater exclusively to either children or nonaged

adults and that at least 60IVercent of all economic resources available to the
sr-

blind are earmarked.for these two groups.

At$the other end of the age range are the school-age and preschool groups

of blind and severely visually impaired individuals. Accdrding to the statistics
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cataracts; glaucoma, diabetes, and degenerative conditions.

REHABILITATION OF THE BLIND AND THE VISUALLVIMPAIRED

Services to the blind began in the United States with the establishment

of'the Perkins School for the Blind in 1832 by Samuel Gridley Howe. Perkins

was organized as a private school with,the primary purpose of providing

educational services to blind elementary and secondary school children. Subse-

quently, State after State established residential school facilities for blind

children. Those States which do not have residential schools purchase edu-

cational services from neighboring public and private residential schools

or have established special education-programs in the regular public school
.

systems. There are only a few schools operated today under private auspices,

and they are largely funded through public monies. 5

For the adult blind, services were also initiated by private and voluntary

agencies. Charitable organizations, workshops, Lighthouses for the Blind,

and similar private agencies were organized in the metropolitan centers through-

out the Nation. In fact, the adult blind could secure services only from

private agencies until 1893, when the Connecticut legislature created the

Connecticut Agency for the Blind to provide teaching services to the adult

blind.6 The American-Foundation for the blind lists approximately 800 separate

private voluntary agencies now offering multiple services for the blind. More

than 400 of these agencies provide direct services to blind persons through the

use of professionally trained and qualified mobility instructors, braille and

typing teachers, home economists, occupational therapists, psychologists, social

workers, counselors, and work evaluators: In addition, many agencies utilize

volunteers for reading, friendly visiting, shopping trips, and social, cultural,

and reactional activities on behalf of the blind.

5. George A. Magers, "Occupational Information and Career Planning for
Blind Persons," in Hardy and Cull, Social and Rehabilitation Services, pp. 275-88.

6. Robert L. Pogorelc, "Developing Su-I-1 Programs for Subprofessionals
and Volunteers," in Hardy and Cull, Social and RehabilitationbServices, pp. 108-14.
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These voluntary agencies are an invaluable resource to the public agency
42.

in each State that is responsible for administering the vocational rehab-

ilitation program for the blind. From these private agencies many State

VR agencies purchase serVices for their clientele. Most of the voluntary

agencies are dependent for the survival and solvency upon the continued

capacity of the State agencies to purchase such services. There is necessity

for a continued-close cooperative effort between the public and private agencies, r

as no single program can deliver all the vital services required by the blind

and the visually impaired for their rehavilitation. At present extensive vo-

cational rehabilitaiton services are available to a blind or a severely visually,

impaired person in every State.
7

While the States vary in the organizational

structure and setting of tith agency responsible for administering the rehab-

ilitation and restorative services delineated in the Rehabilitation Acct of 1973

and the implementing regulations.
a

Some agencies, particularly in t ose Stites

where a separate agency has been established specifically fpr the blind410ill,

in addition, function as the licensing agency for the Randolph-Sheppard Vending

7. See George A. Magers. "States Agencies Serving the Blind and Visually
Handicapped," AAWB Annual, 1969.

8. These services for the blind and the severely visually handicapped
include: diagnostic and rehabilitation evaluation services; counseling; physical
and mental restoration, including surgery to restore or improve vision; vocational
and other training and books, tools, etc. related go)such training; maintenance;
transportation; services to family members when such services and orientation'
and mobility services; telecommUnications, sensory, and other technological aids and
aid devices; recruitment and training to provide new employment opportunities
in rehabilitation, health, welfare, public safety, law enforcement, and other
public service fields; placement in suitable employment; post-employment services;
occupational licenses, tools, equipment and initial stocks and supplies; and
such other goods and services which can reasonably be expected to enhance
employability. Federal Register, December 5, 1974.
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Stand Program within the States. The agency will offer home teacher services

for the elderly or other homebound cases; some sort of prevention of blindness

program, usually directed toward children; and access to the talking book

program of the Library of Congress.t A number of State agencies for the blind

have responsibility in the administration of the public assistance program for

the blind. In some States, the agency is responsible. for the operation of

sheltered workshops, and increasing numbers of State agencies are establishing

and operating comprehensive rehabilitation centers. A few agencies are involved

in special education, usually through t/p.e operation of the State's. residential

school fpr the blind.

In 1965, 37 States vested adMinistrative responsibility for the

rehabilitation program for the blind in a State agency or organization other

than the genera] rehabilitation agency. Today only 23 such .State agencies

exist. This trend to place the program for the blind in the State agency serving

other handicapped people has given rise to a great division of opinionLas

to whether the blind will benefit or receive poorer services. A conference

on future planning for the blind held in St. Louis in 1973 took the following

pOsition:

Many State programs have lost their identity and are now a part
of a multiservice bureau that serves both blind/clients and those
with other disabilities. One frequent result of such mergers is
that blind clients no longer receive the close attention they have
enjoyed in the past, and often the public worker is not professionally
qualified to assist the blind client specifically during his reha
bilitation petLod. Thus, if better services for blind and visually
impaired persohs are to be delivered in the decade of the '70's efforts
must be directed toward preserving and strengthening State agen§ies
for the blind, and recognizing them as specialized agencies....

9. George Mallinson and Donald Blasch, eds., Planning Services for the
Blind for the Decade of the 70's (St. Louis: 1973).
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Training, Job Opportunities, and Employment

When the Smith-Fess Act was approved in 1920, blindness was generally

regarded as a totally disabling condition. Idleness was accepted as a

necessary consequence of visual loss. If a blind person were particularly

gifted and ambitious, it' was hoped that he might perhaps be put to useful

employment performing some tedious; repetitive furicilve at a sheltered

workshop. Vocational objecti')es aimed toward a higher level of productive

activity were dismissed as idealistic and unrealistic. 10
Blind men and

women ire today employed in jobs under practically every category in the

Dictionanly of Occupational Titles. Pliicement in highly skilled jobs calling

for considerable technical expertise or in the, professions is common. Certain Co

occupational titles -- vending stand operators, dictaphone typists, switch-

board operators,-darkroom technicians, masseurs, broom 'makers, and'mopWinders--

continue to represent "traditional" outlets for blind labor. The list of "

"blind trades," however, is constantly b i4,expanded. The list now includes

occupations such as computer programmers and service representatives for

public agencies.11

Increased resources have made it porAible for workers for the blind to

be increasingly imaginative and more sophisticated in helping their clients to

establish vocational objecfives. The improvement of diagnostic services and

the development of more refined evaluative techniques have resulted in less

fbnt resort to occupatfonal titles traditionally regarded as appropriate

only for the blind. Clients who have successfully been rehabilitated by agencies

for the blind are today lecturing in various college classrooms. Former

clients argue cases in open court and, in some places, sit on benches to decide
r

cases."---They hold elective offices and'ierve on the staffs of governmental agencies

The Rehabilitation Services Administration reports that in FY 1974

10. Ibid.
11. Ibid.,
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compiled by the American Printing House for the Blind, in 1970 there were

12,812 blind children attending the public schools and 7,951 children enrolled

in residential schodls for the blind. As to the severely visually disabled

children, two estimating ratios are generally accepted in establishing incidence.

One is that 1 out of every 500 school children in the United States-has a visual

impairment severe enough to warrant special consideration. The other estimate is,
4

that there gi-e-approximately one and one-half times as many severely visually

impaired persons as thos'e falling within the definition of blindness.

4
Of great concern is still another group of blind and severely visually

impaired individualks, those with multiple handicaps.. Suffering from severely

%disabling conditions in addition to blindness, this group is posing new problems

for the educator and rehabilitation worker. As a result of the rubella (german

measles) epidemics of 1963 and 1965, approximately 30,000 babies were seriously

affected by this seemingly mild disease. If a woman has rubella in the first

trimester of pregnancy, her baby may be born deaf, blind, deaf-blind, mentally

retarded, or with other severely limiting conditions. It is anticipated that

thousands of blind and deaf-blind children will be applying for educationalser-

vices as a result of the 1963 and 1965 rubella epidemics. A comprehensive study of

multiply handicapped blind youngsters, covering all blind children in California,

found that more than 50 percent of the 1,900 blind children in the survey were

multiply handicapped. If these data are applied on a percentage basis across the

Nation, it soon becomes evident thaewhat was thought to be a sound educational

program for blind children in the past will be inadequate for those enrolling for

educational services in the next several decades. 4

The most common traces of blindness in infants and children are congenital

defects and injuries, respectively. In adults, the most common causes are

4. Ibid.
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29,000 blind'and visually handicapped individuals-were rehabilitated at an

estimated cost Of $51,122,000. About 8,900 of these individuals are blind.

Of these 8,900; over 1,000 found jobs in a wide range of professions-7

teaching psychology, law, social work, chemistry, physics, and in managerial

pursuits. Two thousand or more are in manufacturing operations and over

2,000 in service, sales, stenographic, and clerical occupations) The balance

are ip workshops, agriculture, and homemaking.

By way of contrast and indicative of the year-by-year progress, Magers

reports that prior to 1943 fewer than 1,000 blind pdbPle in the United States

moved into the competitive labor market each year through the State-Federal

vocational rehabilitation program.

The increase in the numbers of blind persons in schools of highei educa-

tion is also indicative of the expansion of work opportunities for the blind.

In 1970 about 2,500 blind persons were enrolled in over 450 colleges and uni-

versities throughout the country, majoring in almost'every Naject area

offered.
12

Today almost twice that number are enrolled.

Notwithstanding the vastly expanded employment opportunities for the

blind, agencies serving them must constantly devote a major portion of their

efforts to job placement. Negative attitudes and prejudices toward the

employment of the blind persist. Changing these attitudes requires highly

trained personnel and personal contact and educational programs through all

available media. With more sophisticated technology in jobs, it is becoming.

increasingly more important for the rehabilitation agencies to give their

counselors specialized training in placement and the tecIglogical assistance

of industrial engineers, electrical engineers, and other professionals.

12. See Magers, "Occupational Information."
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Of the approximately 35,000 persons estimated by the National Society

for the Prevention of Blindness who lose their sight each year, it is estimated

that 25 percent have excellent potential'for competitive employment..

In order for the Ste agencies to provide vocational rehabilitation ser-

vices to the 9,000 persons who are newly blinded each year and at the same time

make reasonable inroads into the backlog of the blind and the severely impaired

in vision who also need rehabilitatibn services, increases in State and Federal

appropriations to these agencies are required.

The Randolph-Sheppard Program

The Randolph-Sheppard program offers one of the major opportunities for

managerial positions for the blind. More than 500 blind people enter this

program each year, and their average annual earnings are constantly rising.

From 1936, when.the Randolph-Sheppard Act became law, to 1954, when the

Act was first amended, the number of vending stands increased from fewer than

-.100 to 1,599. The 1954 amendments, among other things, Changed the term

"Federal buildings" to "Federal properties," thereby- expanding vending stand

opportunities, and permitted the setting aside of funds from the operation of

stands for the purchase, maintenance, and replacement of equipment, management

services, and a fair minimum return to operators.

Sinte 1954 ,the vending stand program has continued to grow at a steady

-,pace on both Federal and non-Federal property. Major emphasis has been aced

by the States on the establishment of better-equipped and more attractive stands

and on improvement of operating techniques which would result in higher earnings.,

for blind otserators. Table 18-1 reflects program growth in terms of total number

of vending stands, operators, average net earnings, and gross sales.

.While initially the Randolph-Sheppard Act was enacted for the purpose of

providing employment opportunities for the blind in Federal buildings, i;s real
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Table 18-1

Growth of the Randolph-Sheppard Vending
Stand Program

Years

Total Number
of

Vending Stands
Total Number
Operators

Annual Average
Net Earning
of Operators

'

Gross Sales

1954 1,599 1,659 $2,193 $21,972,549
1955 1,664 1,721 2,345 23;538,907
1956 1,727 1,804 2,532 25,849,730
1961 2,174 2,332 3,900- 42y057,385
1962 2,257 2,425 4,140 45,737,979
1963 2,365 2,542 4,392 49,512,287
1964 2,442 2,641 4,452 53,916,331
1971 3,142 3,452 6,516 101,304,773
1972 3,229 3,583 6,996 109,847,028
1973 3,306 3,636 7,428 119,350,995
1974 3,377 3,698 8,076 133,721,276

)

Source: For data to 1964, Jennings Randolph, "The Story of tlie Randolphi-
Sheppard Act," in AAWB Annual, 1965; later years from Rehabilitation
Services Administration.

expansion has resulted from establishments on.State and private property.

FY 1974 data reveal that while 891 (23 percent) of the total number of vending

stands are located on Federal property, the remaining 2,486 locations are on

State, city and private property.

In 1974 the Randolph-Sheppard Act was again amended, with the Congressional

declaratipn of purpose,that "The potential exists for doubling the otambetkof

blind operators on Federal and other property under the Randolph-Sheppard program

within the next five_years...." The amendmentsgive priority (rather than

preference) to blind vendors on Federal property; require that after January 1,

1975 all buildings, owned, leased, occupied, or renovated include satisfactory

sites for a blind vending facility; require the assign Rent to the stand operator

of 100 percent of vending machine income from machines in direct competition to

the operator. They also provide for uniform and effective training to blind

individuals and upward mobility training and follow -along services to trainees;

to
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OE,

direct studies pertaining to set-aside funds, retirement, and health insurance

for blind licensees,6d methods of.assigning vending machine income; promulgation

of uniform regulations by the Rehabilitation ServiceeAdministration for State
1\.

licensing agencies on such matters as accounting procedures, set-asidg futd

control and the establishment of new vending facilities; and authorization' for

aggrieved blind licensees of the right to full evidentiary hearings and pre-
/

scribing procedures relative thereto. ti

Workshop Employment

Sheltered workshops for the blind were the spearhead for employment oppor-

tunities for blind persons in the United States. The first such workshop was

established in 1840 in Massachusetts to provide employment tolgraduates of the

Perkins School for the Blind, on whose grounds the workshop was established.I

Later the-workshop was separated from the school. For years sheltered workshops

were the main avenues'of employment for the4blind and in some communities the

sole opportunity for employment. While todhy employment opportunities for the
%

blind are open in almost every field of work, there is still need for the

sheltered workshop, both irr the rehabilitation process and as a soufce of

remunerative employment for many blind people Who otherwise will remain unem--

ployed.

There are 30,000 to 40,000 blind persons in the United States who could

benefit from workshop services.
13

Many of these people in addition to being

blind have been further disabled by cerebrovascular and cardiovascular acclidents,

cerebral palsy, mental retardation, mental or emotional illness, deafness or

13. Ha d Richterman, Services to the Blind: A Community Concern,
Eleventh Institute on Rehabilitation Services (DHEW).
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severe hearing loss, diabetes, orthopedic disorders, amputations,

tuberculosis, alcoholism, drug addiction, and tither disorders. Only about

f

5,000 such blind individuals are currently receiving the rehabilitation and

employment services which the sheltered workshops have to offer, and these

blind people are principally in the 87 workshops '(in 36 States) affiliated

with the National Industries for the Blind. Workshops for the blind, like
o

those for other disabled people, have been supported over tlyars through

voluntary contributions and.cOhilanthypOc bequests. They have been strained

to their financial limits and cannoti without direct public support, meet

current needs. Further discussion of workshops is contained in our chapter

on Rehabilitation Facilities.

(
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THE AGING BLIND AND THEIR NEED FOR SERVICES

As noted earlier, persons 55 years of age and over who are blind or who

have severe visual limitations constitute at least 60 percent of the approxi-

mately 1,500,000 Americans without sight or with vision loss that functionally

approaches the legal definition of blindness. Little seems to be done to help

this group of people reach a status of self-care. To attain this status they

need a variety of rehabilitation services, prefetrably as sight is failing and

not when total lo-ss occurs, among which are the following:

1. Rehabilitation Teaching or "Home Teaching" Service - the teaching of

tI'e basic fundamentals of mapaging common skills of daily iving without eye-.

sight or with impaired eyesight. It encompasses specifiC and identifiable

teaching techniques and skills to assist the blind and visually handicapped

individual in developing personal independence, manual dexterity, skills in

communication including teaching braille to those who are ready. for it, home

orientation, home management, gencral self-management, and when possible the

working out of unique and original methods of performing without sight (or with

limited sight) activities, necessary to the particulhr individual's well-being

which are special and pecu iar to his case.

2. Orientation and obility services - the teaching of methods of inde-

pendent travel on foot cetthout sight or with impaired sight. Mobility in this

context is the act of movivg, and orientation is awareness of pertinent factors

in the environment which enable the person with partial or total impairment of

sight to react, move, and travel in a safe, appropriate, and purposeful manner.

Teaching of these skills encompasses both the immediate hnd personal surroundings

of the blind individual and ranges out as far as his activities and interests

may be expected to require him to go. It separates this particular area of

self-management without sight from rehabilitation teaching services, except for
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limited home orientation, which is sometimes given by the rehabilitation ser-

vices teacher. Accepted orientation and mobility services may be based on use

of dog guides or on the specialc,technique based on manipulation of the cane,

-known by various names, sometimes the Hooveror Hines method, and sometimes

termed peripatology. Certain electronic devices for detecting obstacles have

come into existence recently and are presently under development; these require

a third method of use and instruction if they are preferred.

The greatest loss a blind person experiences is mobility; freedom of

moligment from place to place, the ability to go from-here to tliere unhampered

by not seeing. The Rehabilitation Services Administration estimates that there

are "probably 100,000 blind persons in this country today who could profit from

a modicum of travel instruction plus some training in activities of daily

living. These services alone could mean the difference between continuance in

the family constellation and custodial care."

3. Supportive services such as: housekeeper and homemaker services; social

adjustment services- -the identification and utilization:of educational, recreational,

and other resources leading to community participation and the breaking out from

-a life of loneliness and isolation; housing services; individual and family

counseling; domiciliary care; protective services; and guide and reader services.

The above services would not only make it possible for those older persons

who are blind or who have impaired vision to live productive and more satisfying
.

lives, but additionally would in many cases eliminate or reduce institutional

costs. In most nursing home facilities, care for blind patients is considerably

more expensive than services rendered to sighted patients in the same facility.

The iRcreased tost is based upon the assumption that all blind patients need to

be led around, to be given intense assistance in coping with routine activities;

and, in the majority of cases, to be fed by attendants. Recently this assumption
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c

has been brought into question by a project conducted by the Minneapolis Society

for the Blind which had as its objective the closing of a segregated home for

the blind and training the residents to get along in nonsegregated environments.

The project appears to have been successful in realizing its objective, and is

enhancing the positive attitude of blind residents, who now seem much happier in

their new environments and new found independence.14

In regard to blind persons in institutions, many of whom are elderly,

MacFarland states:

There are literally thousands of blind persons who are now being held
in mental institutions and in facilities for tie mentally retarded.
With the provision of good diagnostic evaluation, plus a modicum of,
self-help and self-care training, most of these persons could return
,t.to living arrangements with their families and in certain instances
might even be trainable for self-support.in a workshop or other employ-
ment situation. The techniques for dealing with this pitiful dilemma
are well established. In facilities for the custodial care of the mentally
retarded as well as in 'hospitals for the chronically disabled,,only a
few efforts have been made to identify blind persons who may be under
custodial care without any reasonable basis other than that the person
is blind, has been committed, and there is no one willing to take the
responsibility for his release. Preliminary informition brought to the
attention of the Rehabilitation Services Administration is sufficient
to indicate that there are eight to ten thousand persons now so incarcer-
ated. These persons need all services to prepare for self-help and
self-care, recreational services, and other services. There is a great
need for the establishment of teams to visit institutions in question,
identify blind persons now being retained by these institutions, assess
their mental and physical capacities, and recommend an action program
Nipich can be put into effect.

14. MacFarland, "Social Services and Blindness."
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Foremost among the multiply handicapped who require extra and special

services for their education and rehabilitation are those persons who are

both deaf and blind. The National Center for Deaf-Blind Youths and Adults,

originally authorized by the 1967 amendments to the Vocational Rehabilitation

Act and now operating under authorization of the Rehabilitation Act of 1973,

is organizing and conducting a program
/
to provide essential rehabilitation

services to deaf-blind youth and adults throughout the country. A separate

program, administered by the Bureau of Education for the Handicapped, U.S.

Office of Education, serves deaf-blind children throughout the nation.

Development of Services for the Deaf-Blind

The education of deaf-blind children is generally considered the beginning

pint of organized services for the deaf-blind. In 1837 Laura Bridgman, .a

seven-year-old deaf-blind child, was admitted to the Peikins.School for the.

Blind, then known as the Perkins Institution for the Blind, in Watertown,

Mass. The fact that this child, who was totally deaf and Yaetically blind since

shortly after the age of 2 years, was able to learn to read, to communicate--
ti

Ir

though she never acquired the ability to speak--and to develop intellectually

created a great deal of interest among educators and writers. 15

About half a century later, Helen Keller was admitted to Perkins at the

age of eight, after her mother had read about the work with Laura Bridgman in

Dickens' American Notes. Helen, who had become totally deaf and blind as a

result of an illness contracted at 18fonths,.had been ,trained and tutored for.

some years prior to her admission to Perkings by Anne Sullivan, a former student

15. Unless otherwise indicated, data in this section are from Harry J.
Spar, "The Deaf-Blind," in James F. Garrett andEdna S. Levine, eds., Reha-
bilitation Practices with the Physically Disabled (New York: Columbia
University Press, 1973), pp. 497-524.
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at Perkins who had a major visual handicap all her life. The lectures and

writings of Helen Keller brought her to the attention of persons of influence

throughout the world. Other deaf-blind persons, not as well known as Laura

Bridgman and Helen Keller, were also demonstrating that deafness and blindne

need not constitute a barrier to useful and produc ve living.

Several schools for the blind in the United tes opened special depart-

ments,for deaf-blind children. But until recent years, the education of deaf-

blind children in these institutions tended to be reserved for the most promis-

ing and to focus on the development of scholastic attainments rather than on the

practical skills of self-care, social intercourse, and vocational preparation.

However, with the development of rehabilitation services for deaf-blind

persons, educators came to recognize that successful living as a deaf-blind

person does not necessarily correlate with academic achievement and need not

be limited to the intellectually gifted. Even if a deaf-blind person is not

able to read, to write, to compute, or to perform any academic activity above

a very basic level, he can still be a helping member of his family, engage in

remunerative employment, and accomplish many of the objectives of hisnon-

handicapped peers if he is able to care for himself, relate to others, perform

manual work tasks, and maintain acceptable work discipline. Wiih this real-
,

ization came the recognition that many more deaf-blind children than had been

supposed could benefit from properly designed and properly administered edu-

cational programs. .Recognition of this fact was strengthened by the increase

in the number of multihandicapAddeaf-blind children that resulted primarily

from the 1963 -6 rubella epidemic. Responding to the need for expanded edu-

cational services for such children, Title VI of the Elementary and Secondary

Education Act was amended in 1968 to 'establish model centers for deaf-blind

ctleldren.
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In regard to deaf-blind adults, over the years there have been a few

small islands of services for such persons throughout the United States.

Usually, the services weremotivated and sustained by a desire to serve a

few deaf-blind individuals in the sheltered workshops of particular agencies

for the blind. When the.deaf-blind clients would retire or for some other
ro

reason withdraw from the labor market, the services that had been built

around them were generally discontinued.

An outstanding exception is the Industrial Home for the Blind in NeW

York, which has provided specialized continuous services for deaf-blind

adults. for over 50 years. In 1945 these services were organized into a formal

rehabilitation program for the deaf-blind, and in 1962, as a result of regional

research and demonstration projects, they were greatly intensified-and ex-

panded to reach deaf-blind persons, mainly within the 15 northeastern and

central eastern States. Prior to 1962, the specialized services for deaf -blind

adults offered at the Industrial Home for the Blind were designed to enable

the deaf-blind clients of the State rehabilitation agency to make maxi-

mum use of the services that the agency provided for its hearing-blind clientele.

With few exceptions, it was found to be impracticable to serve deaf-blind

children or deaf-blind adults through services for the deaf. Understandably,

workers with the deaf center eheir educational, rehabilitation, and employment

efforts on the sense of sight. This being the case, a person who is blind as

well as deafscan seldom, satisfactorily served in settings designed for deaf

persons who can see.

The experience of the Industrial Home for the Blind has demonstrated that

certain deaf-blind persons can make good use of'many of the services designed

for hearing-blind persons. Examples are training in suitable methods of

communication and special instruction in physical orientation and independent

mobility, However, integration of the deaf-blind with the hearing-blind could
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not be easily accomplished and often was, in fact, virtually impossible to

achieve. With reluctance, it was concluded that separate residential accommo-

dations, separate recreational programs, and a number of separate rehabilitation

evaluation and training services were required to achieve maximum rehabilitation

for most deaf-blind persons. For the few who were free from any major handicap

-other than deafness and blindness and possessed good mental.capacity and high
v--

motivation, integration with their hearing-blind peers was possible, and in some

case integration with their nonhandicappe4 peers as well.

As indicated earlier, the 1967 amendments to the Vocational Rehabilitation

Act authorized the establishment of the National Center for Deaf-Blind Youths

and Adults. Based on proposals submitted by organizations interested in

operating the Center,the Industrial Home for the Blind was selected to operate

the National Center under an agreement with the Department of Healthj Education,

and Welfare.

The National Center for Deaf-Blind Youths and Adults was created to:

1. Demonstrate methods of: providing the specialized intensive serviceg

and other services needed to rehabilitate handicapped individuals who are deaf

and blind; and training the professional and allied personnel needed to staff

facilities specifically designed to provide such services.

2. Conduct research in the problems of rehabilitating deaf-blind individuals

and ways of solving these problems; and/or to improve the services for or help

6
improve public understanding of the problems of deaf-blind individuals. 16

1 16. Rehabilitation Act of 1973, Public Law, 93-112.
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Definition and Enumeration of the Deaf-Blind

A major problem in the effort to identify the deaf-blind population lies

in the fact that there is,not as yet any common accord as to what constitutes

deaf-blindness. In an'agreement between the Department of Health, Education,

and Welfare and4he Industrial Home for the Blind in connection with the

,operation of the National Center for Deaf-Blinn Youths and Adults, "Deaf-Blind"

and "Deaf and Blind" persons are designated as those "who have substantial

visual and hearing loses such that the combination of the two causes extreme

difficulty in learning." This designation encompasses a fairly broad group of

visually and auditorily impaired individuals. The size of the group.cari be

significantly affected by subjective interpretation of "extreme difficulty in

learning" as well as by the influence of mental ability, motivation, and other

factors which are extraneous to the degree of visual and auditory losses

involved. However, the designation provides practical parameters in which to

develop a simple, objective, and restrictive definition of deaf-blind, with

room for exceptions to the restrictions where clearly warranted in individual

cases, and with a basis for giving priority attentiop to,those most severely

handicapped by visual and auditory losses who are least likely to receive any

services.from local resources.

The National Center currently employs a restrictive.definition of "deaf-

%

'blindness."

Blindness is defined as central vispal acuity of 20/200 or les,
in the better eye with correcting gasses, or central visual acuity
of more than 20/200 if there is a field defect such that the pe-
ripheral field has been contracted to an extent that the widest
diameter of visual field subtends an angular distance no greater
than 20 degrees, and deafness is defined as a chronic impairment of

hearing so severe that most speech cannot be understood, even with
optimum amplification.
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In regent years, the increased incidence of brain damage accompanying
db".

deaf-blindness has pointed up the need for adding a specified decibel loss

within the speech range to the definition of deafness to help assure that the

inability to understand most speech results primarily from a major hearing

loss rather than-from mental deficiency. Particular care must be taken to

avoid dissipating resources being developed for the rehabilitation of deaf-

blind pgrsons through misapplication to persons with communicatio difficulties

who are not deaf and who might be more effectively served programs specifi-

cally designed to meet the problems related to their particular handicaps.

Problems of definition inevitably create problems of enumeration. Testi-

fying before a select Committee of the House Of Representatives on July 18,

1967, Peter J. Salmon, administrative vice president of the Industrial Home

for the Blind and director of the National Center for Deaf-Blind Youths and

Adults, summed up the situation as follows:

We do not know how many deaf-blind people there are in the United States,
and we never will know until service is available to them. Estimates
of the numbers seem to center around 4,000 or 5,000; but we dare say
that there may be twice as many as this .

One of the problems of recent origin which will have marketffect
on the deaf-blind population in the immediate future is the impact
of the epidemic of German measles of 1964 and 1965. This brings a
factor into the picture which is completely new, and one which has
given great concern to those interested in the education of deaf-blind
children. Those of us who are primarily concerned with rehabili-
tation aspects will need to plan for the rehabilitation of these
children in the immediate years ahead4

Program Progress

The National Center for Deaf- Blind Youths and Adult's has made considerable

progress since the initiation of its operations on June 24, 1969. It is now

housed in a former warehouse in New Hyde Park, N.Y. about 25 miles from mid-

Manhattan and will remain in this temporary facility until completion of con-
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struction of its permanent quarters, anticipated to be ready for occupancy

about October 1, 1975. The Congress appropriated $7,500,000 for construction

and equipping of-the permanent facility.

The temporary facility of the National Center cannot accommodate enough

of the equipment required for the medical, indistrial arts, homemaking, and

certain other services involved in rehabilitation, evaluation, and training.

Therefore, some of these services are provided at the Industrial.Home for the

Blind (IHB) Rehabilitation Center, less than a mile from the National Center.

These services are purchased at below coat for the clients of the National

Center by their sponsoring agencies. No charge is presently made for any ser-

vice provided directly by the National Center.
17

Comprehensive rehabilitation 'evaluation and training services can be

provided at the temporary facility of the National Center, supplemented by

the Industrial Home's Rehabilitation Center, for approximately 18 cli%nts at

any one time. The exact number ofd clients that can be served varies somewhat

according to the composition of the client group, since more capable clients

are able to make greater use of IHB facilities than those who require pro-

tracted use of less complex activities of the type that can be provided at

the National Center facility.

Since March 1970, the National Center has opened five regional offices in

Glendale, Calif., Atlanta, Chicago, Philadelphia, and Dallas. Since its

inception on June 24, 1969, the total numbesr of clients served' by the National

Center is 732. During the 1974 calendar year, 496 clients received services,

129 were served by headquarters personnel and 432 were served by four regional

representatives, including 65 who were served by both headquarters personnel

and regional representativea.

17. National Center for Deaf-Blind Youths and Adults, Reports of Progress
January 1, December 31, 1974 (,RSA, DHEW).

0
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Of 36 persons in the tenter in 1974, 19 completed their training; 4 were

placed in competitive employment; 3 were placed in sheltered workshops; 2

returned to college; 1 started college; 1 was placed in on- the -job training

in a paraprofessional position; 1 reassumed responsibilities as a homemaker;

1 is working in a family business; 1 returned to a probional position; 2

are awaiting placement in sheltered workshops; 2 are awaiting placement in

competitive employment; and 1 withdrew. Twenty-one applicants were being

processed at the end of the 1974 year for possible enrollment at the National

Center, and 17 of the 1974 enrollees were carried over into 1975.
18

In addition to the direct services provided to clients, the Center con-

ducted an extensive community education program; provided consultationito a

variety of local, State, regional, and national agencies concerned with the

deaf-blind; conducted research independently and in cooperation with the

National Aeronautici; and Space Administration and International Business

Machines on new equipment and new methods to advance and facilitate rehab-

ilitation of the deaf-blind; and conducted training programs for workers in

agencies for the blind and agencies for the deaf to develop greater skill in

working with their deaf-blind clients. Over 100 staff members of these

agencies from 36 States, the District of Columbia, and the Virgin Islands

have attended-these one-week.training courses. Trainees have come from many

fields--counseling, education, social work, psychology, nursing, rehabilitation,

adulte education, and the teaching of braille and language arts.
19

There is a close working relationship betweed the center and the education

program for the children who are deaf-blind to provide among other things, for

18. Ibid.
19. Ibid.
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ready transition into the Center's (program of those children who, upon'

completion of their educational programs, will require the Center's services.

We cite that at some length to make several key points. There is

probably little debate that the deaf-blind are among the most severely handi-

-capped. Yet, in this program and in some of the State Blind Agency programs

such as New Jersey's, persons are being brought up to their potential by reha-

bilitation. The professionals rush for breakthroughs in techhology to make
O

the job easier, and with ingenuity they are developing means to get services

across. But such services are expensive. And that too is an importaqt point

we make over and over. It is not limits in the people, it is not even limits

in knowledge; it is the limitation of resources which creates the unmet needs.
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Chapter 19

REHABILITATION OF. THE DEAF

As noted earlier, there is not much reliable information on a national

scale on our disabled population and even less on particular disabilities

and the charatteristics of people with a given disability. This is not true

of the deaf.

A census of the deaf (National.Census 9rthe Deaf Population) was under-

taken in 1970 to determine the size, distribution, and principal demo-

graphic, educational, and vocational characteristics of the deaf population.

It was financed in large part by a grant awarded in.1969 to the National Asso-
c

ciation of the Deaf by the Social and Rehabilitation Service of the Department

of Health, Education, and Welfare. The Deafness Research and Tr-I:lining Center

at New York University was responsible for the technical aspects of the study.

A number of professional, religious, and social organizations concerned

with the deaf formally sponsored the census and the National Center for Health

Statistics and the Annual Survey of Hearing Impaired Children and Youth,

provided valuable assistance. The resulting report, "The Deaf Population of

-the United States," was published in 1974. The section below on salient

characteristics of the deaf relies primarily on the data and findings in that

report. 1

SALIENT CHARACTERISTICS

There is no legal sifinition of deafness and there are many ways to define

it. Each of the many different definitions reflects in large part the partic-

ular interests of the professional discipline using'it.' For example, precise

1. Jerome D. Schein and Marcus T. Delk, Jr., The Deaf Population of the
United States (New York: Deafness Research and Training Center, 1974). The
full report should be examined for furtb-r details on characteristics of the
deaf population, e.g., variations by sex and race, marital status, housing, etc.
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measurements are needed in the field of audiology. The definition selected

by the National Census of the Deaf Population (NCDP) is a broad specifica-

tion, significant and meaningful in education, rehabilitation,.soc_ology,

and psychology. This paper, therefore, adopts that definition: "Deafness

is the inability to hear anti understand speech."

"Unlike definitions of blindness, definitions of deafness have tended .

to take the age at which the loss occurred into account. The reason probably

involves the fact that the earlier hearing is lost the more severe are the

consequences to speech and language development. Persons who become deaf

after developing speech usually retain it, while prelingually deaf children

have great difficulty acouiring speech. Language development also is more

seriously disrupted by early childhood deafness than by deafness occurring

(

in teenage."

The NCDP focused on the extreme end of the hearing impairment continuum --'

a group it labeled prevocationally deaf. This group consists of persons

"Who could not hear and understand speech and who had lost (or never had)

that ability prior to 19 years of age."

The prevocationall;)0eaf number over 400,000. These are the most

seriously handicapped among the 1.8 million deaf population, but the deaf

as such, regardless of age at onset, are the most seriously handicapped

among the 13,400,000 people who have impaired hearing.
2

among

19-1 and 19-2 show the size of the problem of hearing impairment

among the regions of the cduntry and the age distribution of the pre;ocationally
4.*

deaf.

2. The National Census of the Deaf Population (NCDP), did not include
data on the institutionalized population.

a
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Table 19-1

Distribution of Hearing-Impaired Population
By Regions: United States, 1971

N in

United St
Northeast
North C
South
West

opulation
s

Rate per 100)600 Population
United States
Northeast -

North Central
South
West

--.

Hearing
Impaired

1
.

Deaf

Prevodationally
Deaf

13,362,842 1,767,046 410,522
2,891,380 , 337,022 83,909
3,683,226 : 541,465 135,653
4,280;177 562,756 . 123,260
2,508,059 325,803 67,700

6,603 873 203

5,977 697 173

6,563 965 242

6,807 895 196

7,170 931 194

Note: The number by state for the deaf ranged in 1971 from 2,664 (of
whom 553 were prevocationally deaf) in,Alaska to 185;708 (with
38,595-prevocationally deaf) in California.

S6urce: pational.Census of the Deaf Population

Table 1:92

as

Prevalence and Prevalence Rates for Prevocational Deafness
in the,Civilian Noninatitutidnalized Population, by Age: United States, 1971

Age Number
Rate per

,100,000 Population

All ages 410,522 203

Under 6 8,o7r 38

6 ,to 16 86,278 191,

C17 to 24 46,154' 169
Caa.

25 to 44 56,865 119

45 to 64 93,839 225

65 and o4er 119,315 617

Source: See Table 19-1.

It should be noted that prevalence rates were higher in the 6-to-16 and
na

17-to-24 age groups than they were in the 25-5o744 age group.' This will mean

an upsurge in demand on both secondary andgpost-secondary Sducational pro-

grams and on vocational rehabilitation agenries in the next few years.
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. One out of every three deaf people has a disabili=_y in addition

deafness. The effects of the second-disability, which may in itse:_f be

mild, are often compounded because of the problem of c=municatiOm. or

example, most professionals, including medical professionals, are not.trained

in communication with the deaf. Table 19-3 depicts the distribution-of health

conditions, other than deafness, reported by respondents 1 to 64 years of

age in 1972.

Table 19-3

Percent Distributiaet of°Health Conditions,Dther than Deafness,
Iteported by Deaf Respondents: United States, 1972

Health Conditions Percent
All conditions 1000
No other condition 66.6
Asth 8.3
Visi n 3.1

Newt psychiatric condition 2.8
Ar hritis 2.0
Heart trouble 2.0
Mental retardation' 1.6

Cerebral palsy ,/ .9

Cleft palate .4

Other 15.1

Source: See Table 19-1

The educational achievement of deaf adults (measured in terms of the

highest grade completed) is below that for the general population. The median

is 11.1 for the deaf es,compared to 12.1 for the gener1 population. Over

28 percent of the dea have completed 8 years of school or less; over half have

not completed 12-years. On the other hand over one - third have completed high

school and some (2.7 percent) have completed college.
3

3. The ratio of the number of deaf'persons in college to the number of
deaf students in schools at the turn of the century was approximately the
same as.a.like'ratio for ,the general/population. The ratio for the deaf
remained fairly constant until 1960 although general population rates increased
dramatically. The proportion of deaf, students attending institutions of higher
learning has since grown appreciably since 1960 but still rem4ins comparatively
low.
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The equivalence of grade completed as a measure of academic achievement

in comparing deaf students with nondeaf students is highly questionable.

Recent studies have shownJt hat the average deaf student lags several'years

, behind his normal-hearing piers. Although some deaf students score better

than a hearing student, the fact remains that the average do not and thus

the 1-ytyr difference in the' median of the highest grade completed is

magnifieeto, even greater educational deficiency. This_has serious impli-

cations for the adequacy of the education provided the deaf individual, the

career opportunities open to him, and the quality of his life.

Communication, basic to education of the deaf and nondeaf child alike,

is a very real problem for those children whosg loss of hearing occurs at

any age prior to the end of schooling. The unique educational needs'of deaf

children require special education programs. These axe available in fnut

types of settings: residential schools; day schools (special schools with

no living quarters for students); day classes (classes for deaf students

within a regular school); and regular schools (with the occasional assistance

of an itinerant speech therapist or of a resource to acher):

Most public education for deaf children is provided by residential

schools; day schools., and day classes. The majority of prevocationallY deaf

students sp4d at least part of their educational years in residential schools.

The type of school attended may reflect not only age at onset of deafness

but also the availabWty of educational facilities in various States and the

educational emphases- at particular times and places such as the current educa-

tional emphasis on "mainstreaming," or placement of handicapped chi;drn into

regular classes. It is,,however, unlikely that any one type of schooling

will be best for all students. It shOuld also be noted that special programs

5
for children'withhearing problems accommodate less than half of them, Just'

48
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as crucial is the quality of the education provided to deaf students.

The data in the NCDP on occupations of the deaf were compiled-before

the sharp rises'in unempldyment among the general population in 1.974.

Consequently the effect of current economic conditions on the employment of

the deaf is unknown, and the data and trends apparent in the early 1970's

must be considered with that caveat in mind.

In 1972, the unemployment rate of deaf males (less than 3 percent)

compared favorably to the unemployment rate for all males (4.9 p scent).

Deaf females, however, were more frequently-unemployed than females in

general. The rates for nonwhite deaf were much worse. Nonwhite deaf males

had an unemplOyment rate five times that of white deaf males. Nonwhite deaf

females had nearly double the unemployment of white deaf females.

Most prevocationally deaf people were employed, and most of those

employed worked for private concerns.
4

They had positions in all industries,
/

but the heaviest concentration was in the manufacture of nondurable goods.

Concentrations in services were low.

Deaf persons were empioyed n all principal occupaVstions, from profes

sional to domestic. The largest proportion (31.1 percent) were "nontransit"

,or machine operators. Craftsmen-constituted another large group (29 percent).

Together they equalled over 60 percent of the occupational classifications of
--./ ,

the employed deaf. The bulk of the remainder were in1professional and

technical occupations (9.2 percent), clerical (8.1 percent), nonfarm laborers

(8.2percent), and service workers (8 percent).

Employe deaf people are often, seriously underemployed; that is, a loyed

4
in positions incompatible with the workers' intelligence, skills, and ucation.

4

%
..

4. The small proportion of deaf persons in government service arise
from the few wiltite males 'employed by Federal, State, or local government.
Female and no4White deaf persons worked for the government at a higher rate
than for the general population,, ..
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"The deaf college graduate linotype operator or pressman is quite co-'ion,

for example. Eyerywhere we"find deaf men and women of normal or a")o-Ce

ities operating automatic machine, performing simple aembly operations,

or otherwise occupied in unchallenging routines... 1,5

The average income - family or personal of the employed deaf tends

to be below the average for the general population. It is lower for women

than for men and lower for nonwhite deaf persons than for white. This is

best illtstrated by the following Tables 19-4 and 1%45 on family and personal

income in 1971.

Table 19-4

Median Family Income for Deaf Heads of Households Compared to General
Population Household : United States, 1971

Respondents' Sex & Race Deaf Generala
All groups $8,662 $10,285
Male 9,263 10,930

White 9,450 11,143
Nonwhite 6,000 8,067

Female 4,146 5,114
White 4,347 5,842
Nonwhite 2,662 3,645

Source: U. S. Bureau of the Census, unpublished data.

5. B. R. Williams and A. E. Sussman, "Social and Psychological Problems
of Deaf People," in A. E. Sussman. and L. G. Stewart, eds., Counseling with
Deaf People (New York: 'Deafness Reseatch and Training Center, New York
University, 1971).
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Table 19-5

Median Personal Income from Wages. and Sala7ry of
Respondents 16 to 64 Years of Age: United States, 19-71

Respondents' Sex & Race Deaf
1

General
All groups $5,915 $8,188
Males 7,084 9,631

White 7,338 9,902
Nonwhite 4,166 6,771

Femal 4,306 5,701
Wh to 4,405 5,767
Non ite 3,166 5,092

Source: U. S. Bureau of the Census, unpublished data, 1973.
1. Includes persons 14 and 15 years old and 65 and older.

Mental Health and Mentin Illness among the Deaf

Emotional instability, social immaturity, and behavior problems are not,

of course, endemic to the deaf. When they occur Among the deafl however,

they pose special problems because of the difficulties inherent in deafness.

itself. For example, the lea of communication may lead' to misunderstanding

and misinterpretation and in turn to inability to cooperate with others,

frustration, or some kind of unacceptable behavior,, At the same time,

communication is essential if the behavior is to be corrected or modified.

A study of multiply handicapped deaf adults 5thetot Springs Rehabili-

tation Center in Arkansas revealed that communication inadequacies and

behavioral problems were central obstacles to rehabilitation. The implica-

tions of the study for educational programs for the deaf were even more

important since language development and communication skills are basic to

an adequate education in childhood and adoNscence. They are just as basic

to good mental health., a

Some deaf peoPte are mentally ill as well as, deaf. The prevalence of,

mental illness among, the deaf in the United States is unkiwn but is believed
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to be at least of, if not more than, the same order of magnitude as among

the hearing, which is 1 in 10. The number of deaf in mental hospitals is

also unknown and even the number in such hospitals misdiagnosed because of

deafness. The misdiagnosis of the deaf as mentally ill or,as mentally

retarded is all too frequent dud primarily to the confusion resulting when

the professional and the "subject" cannot communicate with each other and

aberrant behaviox is thus misunderstood.

What is known from the few attempts to gather data on mental illness

among the deaf and to treat such illness illustrates the importance of con-

sidering this aspect in planning and executing special programs for the deaf

as well as mental health and rehabilitation programs as such.

ricThe P indicates that 2.8 percent of deaf respondents 1-64 years of

age, reporte_ a neuropsychiatric condition in addition to deafness. (As

noted above, the NCDP included only the noqinatitutionalfzed population).

A series of Investigations begun in New York State in 1955 gives a gener-

al idea of the size of the_problem in the mental hospitals of that State.

It was found that deaf patients in the State hospital system numbered some

250 at a given time. Thia number was only a small fraction of the State

hospital population of the period. It represents, however, a group found

"to be isolated, wearing inaccurate diagnostic tags, poorly evaluated, and

virtually untreated."
6

Only a handful of mental health programs in the country are dealing

with the mental health problems of the deaf.' The New York program was the

first Of these.' It opened the country's first psychiatric outpatient clinic

for the deaf and in 1963 Initiated a program of Comprehensive'mental health

services for the deaf.

6. John D. Rainer, M.D. and Kennett- 7. Altshuler, M,D,, Expanded Mental

Health Care for the Deaf: Rehabilitation and Prevention (New York: Research

Foundation for Mental Hygiene, Inc., 1970).
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During this period the outpatient clinic was expanded. In addition a

special `inpatient unit for the deaf was set up at Rockland State -77-spital.

The unit housed 30'inpatients. Fifty patients were treated during its first

3 years. The first patients were transferred from other State hospitals,

but subsequently acute cases from the community were accepted. Still lately,

chronic cases were rotated from other State hospitals for trial treatment

when space was available and returned when they had received maximum benefit

or were no longer improving.
-e*

A significant portion of the clinic patients were deaf adolescents --

"students or youngsters dropped from school because of the unmanageable

nature of their disturbances in personality." dose working relations were

established with a nearby school for the deaf, and hospital staff provided

consultative work there.
SuS

Bottlenecks in the inpatient program and a growing awareness of pre-

ventable difficulties in childhood and adolescence led to the development of

a rehabilitative and preventive psychiatric/program for the deaf, including

the reintegration of deaf psychiatric patients into the community and the

provision of preventive mental health services in the community. This was

made possible by the` development of the special inpatient intensive care

unit and the outpatient clinic on a permanent basis; the training of per-
.

sonnel in the psychiatric field and related personnel to work with the deaf;

close collaboration with Vocational Rehabilitation; the use of a halfway

house and various other community workshops and facilities; the program tt

a school for the deaf which'included individual consultation and treatment,

direct work with adolescent groups, and work with parents of students; and

am active program of education and itivolvement of the community.

Among the unmet needs id ntified were the prevention and treatment of

young deaf children and schOo age youngsters and special programs for the
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deaf who are mentally retarded. Significant findings for rehabilitation

and social service workers are summarized in the final report.
7

Another

key finding is that programs for the mentally ill deaf "must be designed

and tried seriatim, and the concept of closure of a case is generdlly in-

applicable."

St. Elizabeth's Hospital in Washington, D. C. is another place where

deaf people who are mentally ill can receive psychiatric help in a residen-

tial setting. Out of a total of 3,400 beds, 70 are in a special unit for

the,aeaf. The average outpatient load is 50. (This inpatient load, as

noted below, includes patients from across the United States as well as

from the District of Columbia).

In 1963 when the program for the deaf began at St. Elizabeth's, the

total inpatient census there was approximately 6,000 and its outpatient

census was approximately 1,200. By 1972 the average number of resident,

patients was 3,202 and the average number of outpatients was 2,695. The

target deaf population represented 0.1 percent of the total patient popula-

tion. In general, they reflected the characteristics, except for deafness,

of a cross - section of the whole patient population.
4.7

The special program for the deaf at St. Elizabeth's began without awareL

ness of the New York studies. Initially it consisted of group psychotherapy

for deaf patients at the hospital. It concentrated on patients who had been

deaf since birth or early childhood, a group whose speech and language

abilities varied considerably. The primary methods of communication inthe

sessions are manual - sign language and finger spelling.
8

7. Ibid.

8. Patients may use their voices if they are able to do so. Lipreading

and writing are permitted.
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The program has grown to be a comprehensive one in the field of mental

health. It has a reciprocal relationship with Gallaudet College, an

institution for the deaf in Washington, D. C. This not only strengthens the

service program for the deaf but also enriche\g the training program for

professionals and others working with the deaf. There is also a close working

relationship with the Vocational Rehabilitation agency and much reliance is

placed on it for services, particularly after the deaf leave the hospital.

Patients for the deaf program at St. Elizabeth's are accepted from all

over the United States. Indeed they constitute the bulk of the population

of the special unit. The greatest difficulty encountered in working'with

the patients 4om outside.the District of Columbia is the difficulty of

working with their families.

The average cast for all inpatients at St. Elizabeth's is $55 a day.

No study has been made of the cost of serving the deaf, but it is presumed

to be higher because the program has a higher staff-patient ratio. It should

also be noted that the lack of resources for the deaf in their home communi-

ties results in a longer stay for the deaf at St. Elizabeth's.
9

A third major prograth in mental health services for the deaf is at the

Langley Porter Neuropsychia'tric Institute in San Francisco, and another is at

The Michael Reese Hospital in Chicago. Interest in other States is develop-

VOCATIONAL REHABILITATION 4.THE DEAF

Deafness is not defined in the Vocational Rehabilitation Act; regulations,

or statistical instructions. For statistical reporting purposes the deaf are

.divided into two classes: those able to ehlk and those- unable to do so. In

1972, State VRagencies rehabilitated 6,412 deaf people, of whom 4,066

9. The longer stay for the deaf waH also noted at Rockland.
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(almost two-thirds) were unable to talk.

The 6,412 deaf people rehabilitated in 1972 were only 2 prrcent of the

total number of people rehabilitated. Although the success rate
10 for the

rehabilitation of the deaf is high, not nearly so large a proportion of the

deaf are served as the proportion in some other disability groups.
11

The services which can be provided to the de.alf under the Vocational

Rehabili ation Act include all the rehabilitation services authorized for

disabled people under that Act. These range from counseling, diagnosis

and evaluation, surgery and treatment, and training to a wide variety of

supportive devices. Under the Act, rehabilitation facility programs for

the deaf and other group facilitfes and services may also be provided.

A survey of services to the deaf and the hard of hearing was published

in the State Agency Exchange, May, 1972. Thirty-eight of the 50 States re-

sponded. The survey showed that services to the deaf and the hard-of-hear-

ing were unequal among the States and that within a State they were frag-

mented. Often they were nonexistent or unknown or restricted to certain

target groups.

Hearing tests and hearing aids were the servides uniformly available

from agencies of the State. Other services usual
\

y available were counseling,

surgical or therapeutic treatment, hospitalization, speech therapy, mainte-

nance during rehabilitation, transportation, evaluation of ear condition,

evaluation of rehabilitation, and post-secondary education. These services

were provided primarily by the State Vocational Rehabilitation Agency,

exclusively, or by the VR agency and some other public agency.

10. The number rehabilitated divided by the number not rehabilitated.

11. Schein and Delk, The Deaf Population.

V
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Half of the reporting State VR agencies indicated that theytad

arrangements for the provision of opportunities for learning and social

experience, including such opportunities for young deaf children, and alout

two-thirds operated or utilized a rehabilitation facility for the deaf.

Only seven State VR agencies reported maintaining a register of the deaf,

and only 15 State agencies distributed captioned films or participated in

the program of captioned films for the deaf. The services least likely to be

available in States were: outreach, advocacy, and protective and other social

and sociolegal services

The survey indicated that the numbers served were not great and that
0

in no case were there sufficient services, especially to young children or

the elderly.

The unmet needs of the deaf and the.hard of hearing as identified by

State VR directors in the survey, ran the gamut from identification of those

.with hearing impairments_to employment opportunities. The needs for social,

psychiatric, and psychological services and'for improved education and

ttaining programs were specified over and over again.

Almost universally mentioned was the'need for better communication. This

was expressed in t need for communication training programs for tie deaf,

the need for quali ied interpreters,. and for staff capable of manual communi-

cation. $

1.

The lack of services for the young and for the aged was emphasized.

So were many aspects of the provision of hearing aids.

The vocational reha0i1itation program has not only seed deaf indivi-

duals but also has cFone much to enlarge and enhance the resources,available

for the rehabilitation of the deaf. For example, certain State VR agenclep

have established rehabilitation facilities for the deaf, and many have helped
0

to establish speech and hearing clinics. A research and training center for
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the deaf has been financed through vocational rehabilitation research grants.

As previougly stated, a national center for the deaf-blind has been undertaken.

Vocational rehabilitation has also assisted in improiring educational resources

through the establishment of a national technical institute for the deaf and

assistance in establishing community college programs serving the deaf.

The research activities funded from vocational rehabilitation funds

have been diverse and substantial. An annotated listing of such research

projects is. published periodically by the Rehabilitation Services Adminis-

tration..., Listings of research and demonstration projects and training pro,-

jects funded under the auspices of the RSA and other auspices in the Depart-

ment of Health, Education, and Welfare or elsewhere in the Federal Government \\

are included in Deafness.

Both short- and long-term training grants in the rehabilitation of the

deaf have been made under Vocational Rehabilitation auspices. Training has

included training in manualcommuqtation'for those working with the deaf,

staff Orientation to deafness, a national leadership training program,

training programs for counselors 3!4king, with the deaf, and many other aspects

of the rehabilitation of the deaf.

Although the vocational rehabilitation program haft made substantial

contribution to the field of rehabilitation of the d a , much remains to bt

done.

Priorities

In 1971 a small group of experts ondeafness rehabilitation met in

Tarrytown, N. Y., titponder priorities in the rehabilitation.of deaf people

it the 1970s. Their discussions ranged over many issues, and their conclu-

sions were summarized under seven major headings: Administration, Organize-

tion, Manpower, Facilities, Job Development, Communication, and,R9search.
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.Under each heading the problem is-specified, the need identified and a reqom-
,

mendation made.
. -

Action has been undertaken on a number of thL recommendatiOns..'Many

are incorporated in the "Model for a State Plan for, Vocational Rehabilitation
,

.

of Deaf
12

973Clients." In November 1, the kSA extended.its approval to the''
. . ,

Model State Plan for Vocational
o

Rehabilitation'lf Deaf Clients, developed by 4
.

a task force of the National Rehabilitation Association (NRA) and a7committee'

of the Council of State Administrators of Vocational Rehabilitation ,( CSAVR).

It has been endorsed formallysby the NRA, the CSAVR, and the Professional

Rehabilitation Workers with the Adult Deaf, Inc., as well as by the RSA.
ti

The model.plan was meant4to provide suggestions and stimulate thinkijoig

about a plan to serve deaf persons.', It was recognized that additionif services

not ()alined in the monograph may be needed in a paqicular State. The plan

also suggests the need for modifyingsOme services and policies in order to

make them effective for the deaf.

The model plan discusses maripcleer needs, qualiffcation andJunctions,
6/

including rehabilitation counselors foi- the deaf, State,coardinators of

services fpx deaf clients, and counselor aides/interpreters. Outreach.a

advocacy and, special considerations in communication, inservice training,

and staff development are among the areas covered in the model plan: Partic-

(/'--A}lar attention is given to a State Atyisory CoUncil on Deafness and to inter-

agency cooperation.

The importance of representation from deaf Consumers and deaf groups

is emphasized.. So is,tf!e-rimportance of staff support to the Council.

12. Profeftsional Rehabilitation Workers with the Adult Deaf, Inc,,

"Model fora -Srate Plan for Vocational Rehabilitation for Deaf Clients,"
Journal 'o of the Deaf, November 1973.

-
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A 'partial l'isting%of other public and private resources to be considered

in developing a plan forPserving the need) of deaf persons in the vocational

rehabilitation process is provided. Some specific mechanisms for Oeveloping.

'

fruitful relationships with public and private agencies are suggested: third-

, -
6

party cooperativeoftinding, cioperative agreements, "establis/ hment" authority,

and the Vocational EducatiOn Act requirement of 161,ercent expenditures for

the handicapped.

Three other impOrEant area are considered in the model,plan: special

facilities for the deaf, deaf community development, and a national-State-

local commpication system on deafness.

The model plan focuses on whet State VR agencies can and should do.

.
'It takes into consideration the marshaling of resources wiihin the State and

ti

the development of productive interagency relationships as well as internal

operations. Therelare, however, certain priority areas beyond theil capacity

of anv one State VR agency or of State' VR agencies as a whole. Among them are:

1. Expanded ataffing in the area of deafness in the RehabiLita-
44

e "tion Services Administration and the other Federal agences. e.g., the

Department of Labor, Transportation, Housing and Urban Development, an4

the Federal CoMlnunichations Commission.

2. 'Strengthening university training programs for manpower in

the field of deafness throtigh such Means as the development of manuals

and other training materials and media, cross-fertilization among

university departmental programs concerned with different aspects of
0.

deafness, and the adequate funding of univerAityprograms to train

sufficient numbers of rehabilitation workers fur the deaf, including

the funding of training programs for interpreters in conjunction with

()riding training programs for pagfessional preparation in the area Of

deafness.'
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3. The accreditation of rehabilitation facility programs for deaf

people, including, but not limited to, facilities offering comprehensive ,

4 services, Specialized vocational training, heltered workshop programs,

a"-41

0

NW,

and programs for the multiply handicapped deaf.

4. The establishment and maintenance of community counseling and

referral centers for the deaf in large cities.

5. Provision of mental health cuttsultation programs and assistance

to individuals on a systematic androutine basis, to deaf children and

the adult community, through Federal funding for mental health facilities

and outpatient clinics for deaf people on a regional or State basis,,

'and the provisiOn of mental health prAram support for large educational

programs for deaf children.
13

6, Job development within the main stream of the labor market,

including research programs providing job development strategies, train-
,

ing of the deaf- community so that they are aware of and knowledgeable as

to employment needs and job, trends and the acquisition 'of job- related

skills.
f

7. New and revised communication approachtS. The Tarrytown

conference recommended that:

(a) instruction on manual communication be used throughout

school and rehabilitation progra and. in the community.

(b) a curric 1 for teaching manual comm hication in

Schools for deaf children 'and In rehabilitation programs for

'deaf adults be developed and implemented.

(c) A curriculum for teaching total communication to teachers

13: tommunity Mental Health Centers Could be used as a major vehicle
':fbr this recommendatioh.
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of dearchildren and rehabilitation workers with deaf 4 ults

developed and implemented.

@(d) until comprehensive programs_in schols re developed-,.

A r

. 1

a curriculum for-teaching manual comtunication to a deaf

persons be developed and implemented.

(e) a systematic study of interpretive- proceises and the

role of interpreters ift assisting deaf person in commdbica,-

a

tion be -developed
41.

(f) a 24-hour emergency interpreter service be established

in metropolitan areas.

(g) improved low-cost communication ht a distance (through
s'N.

.
. 1'

., 1.5

services such as TTY)
1

.

4 be made.availahle._

A

8. The p ing of research resources, ongoing studies of the deaf

'population,
16

an mphasis on development and adjus ment In

y a

research priorities. Other recommendattons on research included the

- establishment apd support of relfional deafness research and training

centers treconduct research on the problems and needs of,deaf people:

within the regions, and give guidance to state services for deaf people

within each region.

14. TTY can be made available to vocational rehabilitation clients under

the Vocational Rehabilitation Act. Additional provisions are needed for non-

. VR clients.
15. These recommendations for manual communication presume the continuaT

tion of efforts to teach and encourage deaf students, also to develop their

skills in English oral and written communication, xecpptive and expressive.

No prelpArrly available evidence has shown that learning manual communication

interferes-with other forma of communication: In fact, there is some evidence

which suggests that learning manual cOmmtinica4on X33.11 facilitate the oral

and written skillst
lb. The NCDP was barely under way at the timeof the Tarrytown Conferenc

it, of courdt,'describes.the ize, characteristics and location of the deaf

population at a g,ven Point in ime. It recommends also a continuous survey.

o
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Two other recommendations made by the Tarrytown conference should be

.

considered at this time. One was legislation to fund an agency or organi-

nation for the-estab-11-stimest aLId ma utenance- of a 5omp7eheristgelearing-
. .

Douse -for information or i-TeNrilW7- Its fuffencOns would include tie d;Lssem

ation of information not only profeasionsltut the general public -and special

, .

target groups., Such a clearinghouse could be operated by an Cntity sdchas

the Council of Organizations Serving the Deaf, but vital to its success-
.

would be the assurance of a system for permanent funding such as that accorded

to the American'Printing House for the Blind by annual Federal appropriations.

The possibilities eraffiliation of some sort with the central 'clearinghouse

for informationimation and resource availability uthorizeditf Section 405(a)(5) of

the Rehabilitation Act of 1973, s ould also be explored.

Another concerns facilities. for' low aChievers. Because of the.absence ,

0

..

of appropriate training and adjustment, services, large numbers of deaf people

remain 'unemployed oi grossly underemployed. They need comprehensive voca-

tional rehabilitation centers. There is an equally important need for

educators to givegreateilemphasis to innovative efforts to meet the needs

of deaf children, who have special learding and adjUstment'pr4lems.

4
RR-8395, 92d Congr00 es8 contained special provisions for establishing,

operating and financing comprehensive rehabilitation centers for low (under)

achieving deaf youths and adults. Such provisions were not included in the

Rehabilitation Act, although it does include"1in Section 304 prOvi8ion for

special projects and demonstration for establishing-uprograms,and facilities

for lIoviding vocational rehAllitation services which'hold.promise of expand-

ing-or otherwise improving rehabilitation services to handicapped individuals

(especially those with the most severe handicaps) including individuals with

483
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spina cord injuries,solder.blind individuals, and deaf individuals, who

imaximum vocational potential has not been 'reached." Unfortunately, so,-called

"project"'-funding is usually limited toahort-term financing and 'makes the

acquisition and retention of staff for aservice Program most difficult. A

..0
legislative mandate to authorize and, and efforts of a oontinuing"nature for

-
.,

rehabilitation centers for the ldw-achieving deaf, and to fund special pro-

grams for multiply handicapped deaf children is still needed.

There are a number of other problems and unmet needd of the deaf. Some

of them like driver Eiaining and licensing are discussed' briefly in the re-

port of the Tarrytown Conference. 'Other aspects, 'such as those related to
o

6

'courts,
17 were discussed at a forum. in Chicago in February 1970, sponsored

by the Council' of Organizations Serving the Deaf, and its prOceedings

explored the legal rights of the deaf".18

Overriding other problems and needs of the deaf and implicit to them is

the need for language development. lronowskii in The Ascent of Man,

points out how crucial language is to the learning proces in-'man and how

integral"it is to the essence of hunianness. jie also points out that langLage
r.

must be,learned in childhood if it is to be learned at all.
19

s:

17.. For example, there are well substantiated incidents of deaf people
being diagnosed as mentally ill rather than as deaf simply because psychia-
trists and the courts with few exceptions cannot communicate with the deaf
and mistake the significance 'of certafil symptoms of behalrior and their cause.

18. Council of Organizations serving the Deaf, "The.Deaf Man and the .

Law," Proceedings of National Forum No. III, (Chicago: The COuncil, 1970).

19. Language as a syatem for the expression of thought, rather-than as
as particular language such as English.

CP.
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Chapter 20

OTHER DISABILITY GROUPS

4

There are, of course, a_greht many more disability groups about which one
.

-
-,.=

i

could write. Iq this chapter we present'in much more suCCinct f m some groups
0 -

.

-, which 17ighlight other spec considerations. The spinal cord,injured have
A 4

been significantly aSsi d by the developheni of Regional: pinal Cord. Centers')'

. . .

.and by developments in Medical and.rehabilitation technology. Autism isone

of the most baffling and.dWicult,9f the mr al.disabilities,Yet Itlouay
,6,,.. -

,methods for moving individuals out of institu ons are-being developed. The.

: al
,,.

age -old fears about leprosy, Hansen's Disease, make it one of the most hanai-

capping.' That we have not:included separate_ chapters on ,epilepsy., arthritis,

Nultiple dystrophy, and all of the other disabling conditio skis not to slight

their importance; only to indicatour time constraints. The rimary reason

4

for inclusipn of these groups the development of,..,Arestmen Twograms beyond

the.Stmte/Feaeral VR program. Decisions on future program thrusts must decide

1

,

on the degree to which these p.rograme or a new configuration will be developed.
;

, .

SPINAL CORD INJURED

Thecentral nervous system Consists of the brain and the spiall cord, Much

like a 'compleA telephone Cable, the spinal coed carries "sensorys:imOulses to o

the brain and "motor" Impulses from the brAin.. When accident ordisdase causeh

damage to the spinal cord, both feeling and movement messages are.no longer

transmitted past the damaged area of the cord.'

"Paraplegia" can be defined as paralysis, or loss of sensations and motion,

in both legs Andthe lower part of the body., The individual with paraplegia

may refer to himseli as a "pare," being,"paralyzed from the waist down."

"Quadriplegia" is paralysis which invdiVes both lower and, upper 1(extremities. The

individual with quadriplegia may describe himself als a "quad," being "paralyzed

4136
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from the.neck down." .The bulk Of these individuals upend their lives in wheel -

chairs qr in bed.

Generally, the further doWn theback that the damage to etie Cprd'occurs,

the more functional poterittaelliains-.:'-The loss of. seAatien.and Motion below

the level of injury may be aeromranie&by a ;.rariety,of tomplicatimg physical

problems ranging from pressure sorea''andbladder infections to.autoaomic

dysreflexia'and'thermoregulat Ty diffigulties.t. .nd yet most, of the following

problems are avoidhblp if the spinal cqrd injured (genericallyusedi zo,mean

paraplegics and quadriplegics) have good rehabilitation and praCtice. pre-

ventive medicine.

Due to the loss of skin sensation', the person with p spinal cord injury

1s susceptible to pressure sores, or deculAtus ulcers that can take months to

heal. Sinde the normal warping.signal of painful sensation is absent, the

.

spinal Injured can, daaily get severe'burns or skin abra asions. Loss of voluntary fa

bowel and bladder control maybe overcome with a deliberate program of con-
. , 4

ditioning or training. On the other hand, bladder and kidney infections and

complicationa are still the'leading cause of death for spinal cord injured.,

Several of the problems facing this group can constitute severe (Us-
..

abilities in and of themselves unless dealt with,properly. Spasms (involuntary

muscle contractions); if severe and uncontrolled, can actually'throw a person

from a wheelchair. 'The-spinal injured with autonomic dysreflexia may experience

blood pressure irregularities like'headaches or fainting. Thermoregulatory:

difficulties may, particularly with quadriplegics, result from impaired internal

:'body teMpFrature control mechanisms and may preclude work in hot or cold environ-

ments.

D
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The- "severely handicapping ehvironme E" presents many barriers to

paraplegics. Documented elsewhere in this report are.the architectuce

barriers that confro t wheelchair users in housing, transportatiOn, education,

.

i and- recreation:- -Att-itudinal bariers oars- also be severely. handicapping,
,

# whether presbnted by an-employer unwilling to make modificationSito the work

place or a landlordowho rejects such persons as tenants.

SeVeral factors determine how successful the person with spinal cord

) injury may be in achieving independence. These include the degree of disability,

.

dependency, .financial resources, motivation, intelligence, community support,

self-confidenc, aurvivarskills, and realistic expectations. The most obvious

is the degree of disability.. Slime quadriplegics simply cannot, get out of bed

without asgistilce..

Depending on the source,: incidence and prevalence rates of spinal cordr
injury differ, but they e within a range narrowenough to estimate the

magnitigle Of the population. Fear example, on the basis of Census studies con-

ducted in Nevada and Hawaii, Wilcox'reported incidence rates of 50.0 and.26.6
. , .

\--- spinal-cord injured per million per year.
1

Other studies have.fdund simil
v

rates which Trapolate to'between 6,000-13,000 new spinal cord injured yeaj

- . .)

out of the total population.
2

111

a

Estimates of prevalence range from 125;000 to '300,000 paalegics in thv

1

Unfted States population. While incidence rates are gradually increasing,

\..
mortality rates for spinal cord injured have dropped significantly-.

1. N. Elaine Wilcox, Harriet Kuwamatd, and E. Shanhon Stauffer, Statewide

Census of Spinal Cord Insured Persons--Hawaii (Downey, Cal.: Ranchos Las Amigos

hospital, 1971): and N. Elaine Wilcox, Statewide Census of Spinal Cord InlUred-

. Nevada '(Downey, Cal.: Ranchos Los Amigos Hospital, 1976). .1
)

Ad 'Quoted in Herbert S. Talbot, "Spinal Cord InjUry," Archieves of Surgery,

June 1971, p. 539. .. s,

..

r
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Modi' spinal cord injured horn World War I died within the first yeatsof
GB

.

1 1

their injury. Since World War If and the advent of anbOiotics'iand spinal
P

,co id injury centers, the mortality rate has dro'ped to a rate much closer to

that of the general population.

Spinal Cord. Injury Centers

Munro founded one of the first centers for the treatment of spina/ cord

injury a/5/Boston City Hospital. Munro considered, "Nothing less than an.

active self - supporting wheelchair life is to be considered for a moment as

an end result."

Guttmann found a similar Center at Stoke Mandeville, Englitnd, built on

the belief that the paraplegic is a ."disabled but. healthy independent person,

with an independ4rfulute in society."
4 -

But Munro and Guttmann recognized that the most medically effective and

0-
economically efficient approach to treating spinal cord injuries is a compre-

hensive medical and rehabilitation service team working 'within a single

organization; namely, the spinal cord injury center. As Talbot states,
.\/

The great dangc is fragmentation in any form--the tendency to
break.up the managemetit of the patient into parts; the acute
treatment and the chronic treatment, neurArgical care,
orthopedic care, urological care, and all sorts of other care;--
Or even a distinctiOn between 'treatment' and 'rehabilitation.'3

In an effective system of spinal cord injury treatment and rehabilitation,

the person who breaks his neck 9 back is immediately transported by trained

emergency personndl to'the spinal cord injury center. Froni the Qriginal

surgery through discharge and follow-along services, the key element is the

team of specialists. Just as the neurosurgeon needs considerable expertise.

3. Talbot, "Spinal Cord Injury."
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'in Che early: stage, so do the other specralists involved inAhe prevention

of bladder infections, pressure sores, bowel complications, contractures,.

and psychological problems% Effective rehabilitation nursing and physical,

occupational, and recreational therapy help'the paraplegic maximize his

independence in activities of dailyliving.4 The rehabilitatiott cdunSelor must

be .knowledgeabld'about a range Of subjects, from. car hand controls to

architectIlly barrier-free Colleges and training programs.

The comprehensive approach of the spinal cord injury center has proven

quite effective not only in saving lives and minimizing Complicaticons.assori-

.

ated with spinalcord'iqjury, but -in restoring-Optimhl futwtioning and re-

integrating the spinal injured into sbciety. The National Institute for

Neurologichl. Disease and Stroke estimates that'the annual Cost of care. of

spinal cord injury is $2.'4 'Anion,. Without a 'systematic approach to treat-

ment and rehabilitation, estimates of the costs for a person with a pinal°

c-cord injury are consistently in the huydreds of thousands of &pliers. Spinal

cord injury centers reduce costs to a fraction of that. Each complication

which is involved means a savings in terms of weeks or months in a hospital..

The cost to the.individual can',,,be substantial. The spinal cord injured

individual and family frequentty pay thousends'of dollars for medical care.

Without a program of national health security, the injured civilian is unlike

(. the similarly impaired veteran The service-connected/veteran paraplegic, in

addition to free hospital card and $784 a month income replacement; regardless

.sui annual income, may recei"e free equipment and drugs, aid-and nttendence,

money toward a house and car, mortgage insurance, annuity, property tax
0

abatement and so forth. it is difficult for the civilian spinal injured to

appreciate the majo? different"em in treatment.and henefits.

r
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Since World War II the Veterans Administration hds had a network of

spinal cord injUiy centers; while only in the past 3 years has,syoh an apptbach
-f .3

been feaerally filnded for civilian. While th&populatIon of spinal 'cord'

injurea_ve_terana is one-ninth that-of .the civilians-Ca -sizeT7-there-are*-ctirrent ly-

.14 VA spinal cord injury centers and 10 civilian cent

University- and Community -Based Programs
0

Another component of rehabilitation of the spinal cord injured focuses

on.post-hospital opportunities. For example, the University of Illinois Reha-
'

bilitatoi6n-Edu6ation Program and Rehabilitation-Education Center at ChaMpaign-,,
A

Urbana has made it possible VE2r properly -4Ualified individuals with Severe,'

e

permanent physical disabilities to pnrsue-a higher education and to benefit

from experiences which are part of a college education and 6ommon to other

students.

The
/)
comprehensive nature of the rehabilitation program includes ongoing

efforts ito 'assure students barrier-free access to.all aspecti of campus life.

Over 100 ramps have been constructed to make old University buildings accessible

for classes, atudy, activities, recreation, and residence. 'For the past 20

years0all new buildings have been constructed to be accessible to and usable

by the physically disabled. All new buildings under construction and planned

for the future will fhdependently accommodate wheelchairs. Each student is

issued keys to elevators so" that once in a building; the student has access

to all floors. Ramps have made the clurches of eight different denominations

accessitrie to the handicapped.

The 150 students in 't:ihselehairs have opportunity to be fully integrated on

the campus of 34,000 students. They live in.the 28 large barrier-free dormi-

tories. These residence halls include specially designed or modified furniture,

4 91
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toitets, and showers, which, allow students with physical disabilities to

live il regular 'residence halls with 'able-bodied'roommates, completely

integrated into the residence hallesystem, and completely independent.

-.- . .
A Zeeyt of functional [raining is requirld of new students who.- slyprsvi

... . .

required attendant care. During an intensive crash cure in_indepelnelent)

.
.,

living, "severely disabled" students are expected to perforb ald'activities
,"

4
-

.

of daily living with no assistance. For the first time in their lives,
O.

the

majority fulfill'those expectations. Several quadriplegics-who had been bold'

by their previous rehabilitation center staff that they would require 24-hour
C

attendant care discovered complete independence in actiAties of dailyliving

by the end of the week and moved into their residence halls with no attendant
./

care.

A few of the high-level quadriplegics who are not ready to live inde-

pendently in the campus residence halls.move into the Tanbrier halfway hpuse
4 .

program. Nugent describes those admitted Into the halfway house as:

Individuals so severely disabled that there was no possible way,
at their respective admissions, they could be accommodated in

the residence hall progratri according to our standards of per-

formance. Many of these were acute bulbar polios,, some in iron
lungs as much as 17 years, some were traumatic quadriplegics
even to the inclusion of a C3 quadriplegic, and very severe
forms of dystrophy, sclerosis, etc. Of the 22'people we have
put into the project house, 20 eventually progressed to the A

point that they could live in regular Univpwsity residence
halls, and apartments, with every measure of security, success,

and independence possible. All of these have gone on to accept.
prokssional positions.throupout theUnited'States commensurate
with their college training.4

8

Tanbrier halfway haise is Locatedin a three-story house in which the

upper sties provide apartments for able-bodied studenes,who help with

o

4. Personal communication:1r° T.J. Nuggnt, 1973.
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attendant care. Even in this transitional
'

halfway house, the handica1pped
.

students maximize independence and 'control over their lives. The Aive severely
e'

4 . .
: ..,

._

odisabled, ,xesidents'interview and hire the ditee staff members, a married student
4,v_, .

couple who assist in weekday activities of daily living and, a st4dent who is
.

. / .'
avaijable pri weekends. The five disabled

t

grudpnra shae costs of rent and
. r

:maintenance and help mangge.planning and budgeting. k
, -

. , .

In addition to the-Univeralty of Minas mheelchair basketball team, the '.

"Gizf Kids,! is 'a recreation and sorts program of swimmiy, bowling, football,

archery, iab1e tennis, and track and field. Many of the paraplegics on caniPus.
Hi

are.active in the Delta Sigma Omicron service fraternity which promotes social,

recreational, and advocacy activities.

Conclusions

Rehabilitatedloaraplegics, properly trained and placesi, can participate in

fmost activities in which_others can engage. From the stereotyped jobs like
4

watch repairman to a wide variety of professions too numerous to name, individuals

with spinl cord injury have proved succestful.(4 Elimination of architectural

and attitudinal barriers along with comprehensive spinal cord injury centers,

university- and community-based programs, and self -help consumer efforts are basic

t their rehabilitation. :Additional numbers of spinal cord injury centers would

be desirable to meet the needs of civilian paraplegics. Increasingly the problems

of this group are less in vocational rehabilitation than in removing the barriers'

in the environment

This group of disabledmay well represent a program focus unlike any of

those previously, mentioned. The majority tend to be intellectually capable anti

more feasible of vocational rehabilitation than many others. Yet this group is

almost the prototype of those faced with barriers to independent living regard-

'less of employment status:which an IRL program might address. Housing and other
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architectural barilers and limited transportation opportuni,ties for those it

a

wheelchair's constitute a major part of the " severely handicapped environmentl"

in need of changes.

k
.

Ii

Autism is oharacteristically a severe disdbility-which appears in early
0

AUTISM

childhood. It was for pany years, and most probably still is, confused with

eitherAretardation or with child schizophrenia. -The, term "autism' refersto

the self-centered manifestations presented by the youth. Associated charac-
,

teristics include rocking, head banging, lack ofapparent language either in
, .

speaking or understanding, tantrums and violence, repetitive rituals with

' little, purposiveness apparent, and lack of spontaneity. Self-damaging and

self- destructive behavior is common.

As with mo't disabilityjabels, those so afflicted exhibit a .rang of

severity factors-. While some autistic children do not talk'at all, mildly

autistic children may talk excessively. While the severely autistic may not

understand what is being said at all, the less severely involved needoo

7
e

time to process remarks. Associated With this is the degree of literalness

ofti6n exhibited by the .autistic person. Little is known about those autistic

\
persons who have been taught to function and who have reached adulthood out-

side of institution. What is known is that this group as,adults have more

than the usual itlikber of problems of adjustment given the nature of the dis-

ability.

With limited ability to focus on more than one thing at a time;eliteral-

i
ness and limited understanding of the nuances. of language, the autistic adult

may-have difficulty distinguishing between minor frustrations and serious

situations, in knowing what agencies or persons can be turned to for he

explaining the nature of the problem fully, in being able to follow the
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suggestions for remedy. The primary need is for some community-basedf long-
_/.

termadvocate who understands the individual-and is trusted who can interpret

the autistic' persons to the'pefsons with whom,contact is made and who can

explain the meaning of events to the person.

6

Baspd on a few studies of the! incidence of autism, the,National Society

-ffir;:Ailttstic Children estimates there are about 80,000autistic perso ns in

the United States.
'5

Those not at home arein various sorts of institutional qm

The most successful services. have been the structured residential
t.

' treatment center ba;elon programs of behavioral modification. Most oft.bse

,programs are small, intensive and supported primarily by fees, with some

limited Federal and ,State support under a variety of programs.,

One program is that of the'Behavior Research Institute of Providence,

Rhode Isrand.
6

The program can accommodate 13. The school day program runs

from 9 a.m. to 2:30, 5 days a. week for 10 months at $7,000 per year. The

full day program is 9 to 6, 6 days a week,. 12 months at $'4,000 per year.

The staff ratio is 1.5 to 1. The Institute has begun a residential program

as"well.

One report focuses on a young autistic adolescent -named Billy who was

taken to the program from. a'State Mental Hospital where he had been in a

locked ward without age peers or program.
7

His time was spent rocking,

mumbling, screeching, and doing nothing. On admission to the Behavioral

Research Institute program, over 70 perOeut of his time was rocking

5. Darold A. Treffert, "Epidemiolegy of Infantile Autism," Archives
of General_Psychiatry, May 1970, p. 431.

6. The National Society for Autistic Children, U.S. Facilities and 1

Programs for Children with Severe Mental Illness--A Directory (Rockville, Md.:
National Institute of Mental.Health, 1974), p. 342.-

7. Behavior #search Institute, Inc., Newsletter\July 1974.
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a.

or in aimless sitti g and
c

wa ering. Im one day he pinched himself 170 times,

I,stuck his finger in is ear 327 times, mumbled 1,816 times, and gcreeCed 262
\

1)
, -(5)

1

1 times. After 2 years on an intensive program which included behavioral

,
.

. te..1

modification, sheltered workshop experiences, various teaching E5chniques,

and much oupportixe activity,-he would work a hill day on his own at the

sheltered workshop. By the end of 2.years he could care for himself,"' prepare

meals, wash dishes, work ull time as an assistant maintenance worker, and' .

.

/spend leisure time alone.

. The alternative was * lifetime of care in a State Mental Hospital,with

average bed costs between $10,000 and *00007 year.8

.An experimental prevocational training project for autistic°and neuro-

logical impaired -children, condicted by 'Vie Division of Vocational Education

of the Connecticut Department of Education; inc.luded activities of daily.living

and service maintenance and production assemblyltasks.
9'

At the end of 10

months, all 16 had made gains.

Among the types of tasks
A
taught were toileting, showering, t4othbrushing,

dressing, meal preparation, street crossing, and ability to move about work

space. While all could feed themselves, none could prepare a meal and even the

. m

highest functioning child was ignorant of how to properly and safely cross a

street.

Service maintenance tasks'included vacuuming, mopping, sweeping, cleaning

, walls or table, operating a dishwasher, a clothes washer and dryer, and ironing.

Production assembly tasks included I-Ind-press printing-, operation of Xerox and

"mimeograph, type setting, packaging, and several others.

8. Ibid..

9. David F. FreschiAn Experimental Prevocational Training Project for
Autistic and Neurologically Impaired Children (Hartford: Connecticut,State
Department of Education, Division'of Vocational Education, Research and 'Planning

Nit, 1973).
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elle the gains in the production

the fact that nearly' all showed major_kga ns in the activities of daily living

°

0

spect are only partly fncouraging,

tasks suggest great promise.

In considering the program of indep ndent'living rehabilitdtion, Congress

and the administration must make specifi provision for the inclusion or

exclusion of such programs for tills moat severely handicapped group of persons.

While at present ther6 is fragmented assistance to them and their'fomilies

through various programs for hand icapped hildren such as special education and

development disabilities, a basic array c4 programmatic awl predictable.

tesources and long-termgolIow up does not exist.

HANSEN'S DISEASE :(LEPROSY)

'Hansen's-Disease, or leprosy as it i$ popularly called, is not generally

included in the classification- of disabilities covered by vocational reha-
1

bilitation. zIAlthough other Federal statutes p'rovide specifically for the

treatment and care of leprosy patients, there are implications derived from

work in leprosy which are germane 4o other severe disabilities.

Leprosy affects approximately lt million persons in thd world. It occurs

most.often in tropical "countries, Asia, Africa, and South America have the

greatest number of repcifEed cases. In Europe, leprosy reached epidemic

proportions during the Middle Ages. Residuals of this epidemic were seen in

Norway until approximately 100 years ago. At present only small endemic foci

exist in the Meditertanean area. Most patients with leptiosy in this country

are seen in Hawaii, Texas, California, Louisiana, and Florida.

'Today there are some 3,000 vicalus of Hansen's disease in this country,

most of whom are being treated by physticians in their own community. Owing to

expanded capabilities in early diagnosis)nd the successful treatment through

sulfone drugs, some of this number are never institutionalized and experience

little or no functional limitations as a result. Yet the social'stigma arising
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I.

Iromillarisen's DiseaSe continues tp constitute a pevere,handicap for many.

Other individuals with this disease are living in a community as out- .

patients of the U.S. Publi"Health Service Hospital established exoksively

for them.at Carville, Louitiana. The hospital is located on the Mississippi
0

River 25 miles south of Baton Rouge and 75 miles north Of New Orleans. It

was acquired by the C.S. Public Health Service in 1921 from the State of

Louisiana, which had operated it since 1894 as a home for leprosy patients
a e e

. . .

within eHeState. Today its primary purpose is to afford patints with

,leprosy a facility for complete evaluation, treatment research and training,:

Any, per on with a confirmed diagnosis of leprosy made in the United

States is eligible for admission to the hospital. Admisbions moat often
,

are made through the referral of. the ipatient by i State or local health .

offficer, or by the patient's physician. However, all admissions are

-.voluntary and Must be requested by the patient. :Likewise, a patient may

leave the hospital at anytime he wishes; although the majority remain
'

.

until discharge is recOmmended by tfie medical ataff.:

Finally, inpatients are also served at Carville. In recent-years an
tl

average of 135 patients were admitted and 1245 were discharged each year.

'Ages vary from 7 years to 92 years. Tpe hospital, as a self-contained

therapeutic community, has a vocational rehabilitation unit which provides

a complete array of services comparaAje to almost any-state vocational reha-
_,;,..,

d bilitation agency. Thip includes among others prevocatibrIal evaluation,

Physicafrestoratlion, counseling, wOrtk adjustment, and, most importantly,

vidjcational training through work exp%riences. In addition, sheltered employ-

ment is provided for long -term residential patients.

'After release frqm Carville,..the patient declared free of the disease

has the opportunity for employment and participation in Society. Upon re-

lease through ef4orts of the Hcspital Vocational Rehabilitation Unit,- the
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,

State VR'-agency is contacted and arrangements made for the new client. Assistance

from the lospiial regarding implications unique to the leprosy client are assured

.,- . ,.,

the agency and the counselor involved. .;

t

ince more and more.Hansen 1 s Disease cases now remain at home, it is im-

/ I 'W
portant that they be afforded maximum oppq,rtunity for vocational rehabilitation

servicet in aState agency setting. With the present state of the'art in this

,,

country, there seems to be fewer problems for many with this disease insofar a:11.

* physical handicaps are concerned. For those persons the social handicaps
... ,

.._

-

resulting from this physical condition are the most profound., On the other :

1.. , . Q ,
/

hand, there are a number of these persons who have experienced severe physical

deformities and'loss of limbs as a result of this disease. Since the 'Hansen's

J

Disease impairment is profound, no vocational goal at all
4
may bepoSsible., In

such °ages, independent living rehabilitation eegyicesmay be the.only

alternative if the patient chooses to lilt outside the cichfi9es of the hospital

at Carville.

While the facility at Carville has served a most useful purpose as a ser'-'

vicf and treatment institution, one of its outstanding features is its affiliated

Yesearch and training center. In addition to widespread training of professional

,medical, social and rehabilitation personner 0throughout the world, the research I
0.4^

activities have contributed grettly to the treatmentiOf leprosy and to its care
. 9

and rehabilitation.

Of particular note ha been the development of a process to help, in dealing

with problems of insensitivity, particularly in hands or feet that result from

damaged and deadened nerves which frequently occur due to this disease. The

sores, lesions, or decubiti which develop 'from excessive unfelt pressure in the

past necessitated amputation.
cs,

4
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Through the development of the "Carville slipper-sock, glove, and stump

//sock" it has become possible to, fit shoes ands prostheses ,that virtually

eliminate' pressure-generated levions. The "sock" is a simple constructed
7

device in which tiny blue dye filled capsules are placed. When walking or

moving upon these capsules, the dyeotis expelled, leaving a cledr imprint oF'

the areas of abnormal pressure. With this "blue-print," adjustments can

be made either to-the activity involved or to the shoe, glove, or proElhqsis.

to be Worn by the individual. This approach has been widely accepted.

There are, however, -Implications growing from this research with regard

to other severe disabilities with Similar problems resulfiniiiin insensitive rs"-

4

skin surfaces.' Patients with diabetes, ieMiplegia, paraplegia, qradriplegia,

burnS, and the like,_ experience ulceration from pre sure irritation. The
o V'

research at Carville is now being expanded in these argas with apparent

success.

Extensive research is being conddcted in the detection of pressure-

vulnerable ar d of the body through the use ofthermography; that

through studies of temperature increases resultind from undue friction Or

pressure. 'By using highly sensitive heat probes anethermovisio equipment,

slight increases in skin temperature that are not detectable by the afflicted .

.patieat cannot only be detected but actually photographed. With such

"graphic displays" or "blue-prints" corrective adjustments to functions of

apparel can be successfully made.
,

Leprosy forages has been the most dread disease in the world. Its,

program in this country stands off isy itself. In any effort to develop

cpmprehensive.programs to rehabilitate the severely\isabled, this small

group should be considered.
Q
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Chapter 21

SURVEY OFPROVIDERS.QF REHA,ILITATION

a
The answers to many questions posed in this study were raised with re-

A - /

°habilitation Provider& in public and voluntary agencies. These pei.sons, wha

,

'work with the severely handicapped daily, are a significant source of fnkor-

mation on the needs-meeting system. When they were asked to cite sources for

, .

their'answers, they most frequently respOnded "own experience ". The respon9es

desgrilied below represent the "informed opinion" of actual service p,oviders.

The Questionnaire
/

co) The Questionnaire for Individuals Who Provide Services to Handicapped

.peopleor provider survey, was the means by which we canvassed the views,

di a%great number of agencies and faCillties praviding reliiibilitatiOn services

to disabled. They were asked about:. (1) the kinds of rehabilitation sevices

severely disabled people need-in order to enter or reenter paid employment; or

(2) servi &es needed in order to live more independently in their families or

communities; (3) the extent to which these services arq currently. available

0'

.and provided; (4) the'legal and other barriers to services; (5) methods of

coordinating at the FedAral, State,rand localiblevels all programs that can

contribute bq.the rehabilitationLof the severely-disabled; (.6) the adeciracy

of present facilities and programs; and,(7) additional resources and programs thdt

may be required.

The Sample

The total universe included all persons involved in rehabilitation of the

4
handicapped, $1.1blicly or privately, in the United States between Fall 1974

andSitring1975,.From this universe of approximately 100,000 persons and
0

organizations were selected the stratified sample of 2,223 persons or organi-

.
zations to Whom questionnaires were mailed. The two-phase sampling involved

1

-(l) selection of mailing lists for subpopulations (e.g.,, vocational rehabilitation

agency providers),;naV2) selection of subjects from the lists.

501 e.
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Th.g. universe lncludedapproximately 10,00 rehabilitation workers in

State vocational rehabilitation agencies. Nearly on -tenth (987) of these vo-

w

cational rehabilitation counselors, supervisors, and other professionals were

sampled, utilizing the mailing'Liets from State VR agencies. Staff mailing

lists were received from'46 of the 50 States. States were divided into three
'

groupst based on populahonvsize.. From large States, 30 staft'were selected;

medium States, 20 staff; and'smallThtates, 10 itaff. Half of the sample from

'\

each State were counselors, and half were other staff, including several super-
.. 4

visors and the State agency director. ( 4

The 'Department of Labor directory of 7,000 sheltered workshops was'used
f

to,sample 193 workshops. Vie International Association of Rehabilitation
. 4

.4.

Fag. 1974 .directory of 700 rehabilitati9n c'entersand wo[kshops tails

o

used to sample 322 facilities. Mot'at of the rehabilitationfacilities and

other providers are independent nonprofit,organizations, and iany are local

affiliated of national organizations .concerned with prQbrems of disability,

1

such as the.United Cerebral Palsy Association, National .Easter Seal Society,

National Association of Retarded Citizens, American Heart Association, the

A'rthriti's Foundation, the Epilepsy Foundation of America, Muscular Dystrophy

Association of America, the Jewish OCcupational Council, the National Associa7

tion for Mdntal Health, the NStional.gtdney Foundation, National Tuberculdsis

and Chronic Respiratory Disease ASSOd ion, and the American Cancer Society.

The mailing lists and directories were obtained from levant volUntary

health and rehabilitation agencies and constituency organizations. Included

were organizations that focus on serving the "severely handicapped", as defined

by Rehabilitation Services Administration regulations (e.g., blindness, cerebral

palsy, deaPhess, mental retardation,\ mental illness, paraplegia, and end-stage

renal disease).
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The questionnaire was also sent to a small sample of self-help aqd4con-
.?

sumer organiz tions of the disabled, such as the National Paraplegia-Foundation,

the National Association of the,Deaf, National Federation of the Blind., and.

the American Coalition Of CitizenslkithDisabilities.. It was also 'sent to

organizations representing professional workers in the field of rehabilitation,

such'as the American Physical Therapy Association, the National Rehabilitation

Association, the American Association of Workers for the Blind, and the Pro-

fesdional Rehabilitation Workers with the'Adult Deaf.

The sample inclyded a number of recognized rehabilitation experts, Stake

developmental disabilities staff, rehabilitation educators, andstaff of private

/*
insurance rehabilitation programs. Table 21-1 shows the number-of persons in

/
resppnded in time for their. data to by analyzed. A total of 1,198 of the

2,223, or54 percent, responded to the questionnaire. Of the total who re
4

sponded, 49.9 percent were from VR agency staffs, 5.3 percent were VR directors,

22.5 percent were from rehabilitation centers or workshops, with_the remain-

der from the other agencies cited.

ti
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Table 21-1
,

Sizes and qlumber of Respondente, Provider Survey

Providers:

1

4. Sample Size
Number.of,

ReWpondents

State' Departments of Vocational
\

Rehabilitation (DVRi
f

905 598

State DVR direCtdrel: 82. 63

Shelteed workshiw3. 193, 92

Rehagilitatian centers 322 17'; °

Voluntary rehabilitation agencies 478 149

. Rehabilitation specialists 153 40

Develdpmental disabilities agencies 55 19 t'

Educators 92 41

..Insurance Rehabilitation Staff
f

43 19

Total 2,223 1,198 °

1. Includes directors of State rehabilitation-agencies for the blind
where separate State agencies exist.

Format of Questionnaire

a

In addition to background questions at the start, the questionnaire is

divided into\three parts. Part I'is concerned with the provision of services

to those severely ha-41iCapped people who can be vocationally rehabilitated

for employment. Part II asks about Rehabilitation f9r Ifdependent Living (ILR).

Part III relates to both groups. //

t3. Average Respondent

The average respondent was white, male, about 40 years old, with a master's

degree, about 10 years' experience in rehabilitatioq,-andiabout 4 years in his

a current pdaition.
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Two-fifths of the respondents reported that ,the main emphasis of their

woLk was in administration, and another fifth were in supervision. Provi:doo

of direct services to disabled persons was the main work emphasis rePorted by

.
-

27"Tercent. One in twenty was involved in support activities--research,' planning

and training. The rest were engaged in a 'variety of activities, including

teaching, information dissemination, and adyocacy.

4

Vocational rehabilitation counseling was reported by.43'percent of re-

' -apondents as a service.they prodded dtrectiy as apart of their normal-duties.

Other frequently mentioned direct sqrVlees provided by respondents weie: job

placement services (38 percent), work evaluation (21 percent)social services

(20 percept), work adjustment and other sheltered workshop services (17 percent),

and vocational training (15 percent). Special tranaportation was provided by

,

14 percent though, as will be seen later, lack of%sable, affordable transpor-

tation was seen as a major deed.,

About one-third of the respondents reported working at the local level;

another third worked within a section of a State; one-quarter worked at the State

level, abolit 3percent at the regional level, and 5 percent at the national

level. About half of those woVcing in the local community served people liv-

Vng
in large cities and another quaifter served residents of small cities. Only

17 percent reported that most of the people they served lived in small towns

or rural areas:

The following summary of results shows the proportion and number of re-

spondents 1,ihoaniwered the question.

WHO IS,,ACCEPTE 717R VOCATIONAL REHABILITATION

Rehabilitation'has been accused of being arbitrary as to who is accepted

and who is not. Given two persons with identical severedisabilities and

functional capacities, one may be accepted for vocational rehabilitation and
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one may not be. To test that accusation and to dete ne what might make

the-difference we asked whether respondent agreed that this could bethe case:

About 59 percent of the respondents believe that there are severely

handicapped individuals who would not be accepted into the program even though

their disabilities and functional capacities are identical with those of a

severely handicapped person who .j accepted into the program:

Those,respondents who believed there are individuals who would not be

.- . .

' accepted were asked to give examples of salient characteristics of. those
.

. . s
. .

iindividuals. "Poor attitude/motivation" was the characteristic most reported,

(44 pdrcent); "n6 potential for employment," litoo old," or "too young." Less

frequent comments were: ."degenerative medicaid. "lack of transportation,"

and "low level of education,."

Following this open -end, format, respondents were asked for degree of

A agreement on a list of characteristics that our consultants thought were

significant. Specifically, they were asked tp indicate the extent of their

agreement or disagreement on lisEed characteristics of an individual which may

actually influence most counselors' decisions to accept and provide rehabilitation

services to that individual in the State VII, prOgram. The single most important

characteristic appears to be the "apparent motivation of severely handicapped

person for work." Agreeing or strongly agreeing were 95 percent of the re-

spondents, T.ith less than 1 percent strongly disagreeing. The three next most -

highly agreed-upon characteristics were "abili4,to leave home to make applica-

,

tion, keep appointments, receive services, etc.?; "realistic vocational goal

prefence," and "inE;younger age bracket".
ft-C{,

Six characteristics were agreed upon by between 60 and 70 percent of the

respondents. They were "longer life expectancy"; "successful work history or

background"; "ability and willingness of family to assist in rehabilitation

program"; "personable manner"; "specific job available upon completion of
6 r
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rehabigtation program"; and finally "ability and willingness to relocate".

The. respondents were about evenly divided on two other items: "high school

a

or additional:education" and "living in urban or semi-urban area as opposed

to rural area."

There was strong disagreement among the respondents that five of the

characteristics influenced a counselor's decision of acceptance. Those items

were: "member of majority race" (only 14 perent agreed), "of male sex"

(only 15 percent. agreed), "no Asible deformities", "cultural similarity

with counselor ", and finally "above average socioeconomic status". These

responses suggeat that race, sex, and socioeconomic status are not believed

to be important factors in screening VR but motivation and mobility are.

SERVICE TO MORE PERSONS WITH SEVERE HANDICAPS

We sought to establish the extent to which the respondents were currently

\I'serving the severely handicapped as well as their ca acity to serve additional

numbers. Are agencies capable of expansion to serve more severely handicapped?

Is expansion appropriate?

.
The study was conducted a. little over a year after passage of the Re-

IL habilitation Act of 1973, which placed priority on the severely handicapped.

Over 71 percent of the respondents reported that as a result of this emphasis

in the Act, their agency had made.oiganizational, procedural, or other changes

that have resulted or will result in improved or expanded services to individuals

who are severely, handicapped.

Among the myriad of possible changes respondents felt have been made to

Assist the severely handicapped, 213 of the 818 persons writing in commdrits

responded with "empahsized treatment of the severely handicapped." Other

quent comments were "added specialized staff"; "instituted new programs bene-

ficial to severely "disabled "; "expanded facilities or equipment"; and "gavel

5 J7
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further training to staff".

Next, the respondents were asked to discuss their agency's main accomplish-

ment in working with the severely handicapped. Of the 973 commenting, 265

ported that their agency's greatest accomplishment was "giving the severely dis-

abled some degree of independence or improved quality oflife." Next in fre-
+di

quency were: %etting severely disabled,employed, making them productive members

of the community," and "opened up greater services for the severely disabled,

placed more emphasis on servipg the severely disabled".

When' espondents were asked what percentage of disabled persons receiving
10p,

services from them Were severely handicapped, responses were very evenly spread

from 0 to 100 percent. For example, one-third of the respOndents, (319) reported

that the percentage of severely handicapped was between 0 and 33 per6ent:

Nearly as many (312) reported a percentage between 34 and 66 percent. Finally,

327 reported a. percentage greater than 66 percent.

Respondents whd serve clients were asked their average caseload size.

Thirty-nine percent reported caselodds of between 76 add4150, followed by

27 percent having caseloads between 26 and "75, 18 percent having between 151

and 300, and 12 percent having between 1 and 25 per respondent. FivA'persons

reported caseldads of more than 500 clients.

Two-thirds of the respondents believed themselves personally capable of

serving additional numbers of severely haneicapped persons. An even higher

percentage (83 percent) were of the opinion that the State vocational re-

habilitation program was capable of serving additional numbers of severely

handicapped persons. The three most frequent comments- were (1) additional

funds'are necessary; (2) additional staff are necessary; and (3) the,emphasis

on "26" closures must be changed.

508 '31
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)Appropriateness of Vocational Rehabilitation for Serving Severely Handicapped
/

Four out of five respondents (81 percent) felt it is appropriate for the

State VR program toifocus the major portion of its attention on serving the most

severely handicapped; only 3 percent thought it very inappropriate. Of the

803 persons commenting, 208 or 25 percent felt that mildly disabled persons should

not suffer a reduction in services. One hundred eighty-three individuals

felt that the severely handicapped have a right to receive services mainly be-
-

-cause they need help the most. Another 95 believed that the quota system

must be amended so that the severely handicapped can be served equally; and

72 called for more funds and /or ,staff.

The statistics taken together seem to indicate that the great majority of

respondents deem it appropriate for VR to focus on the most severely hdndi-

capp6d. Before looking in depth at the possible roles of VR and rehabilitation

for independent living, it seems appropriate to examine how they have responded

to the mandate of the 1973 Act.

IMPEDIMENTS TO SERVING THE SEVERELY HANDICAPPED '

VR agencies are in the process of developing new methods, \resources,

and relationships to implement the mandate to give the severely handicapped

first priority. In order to determine how vocational rehabilitation services

can be provided more effectively and made more accessible to indiviudals who are

most severely handicapped, respondents were asked to indicate their agreement'or

disagreement that certain problems (resources, barriers, employment, and manage-

ment) are impediments to effectively serving, the severely handicapped.

First Choice Rankings of Impediments

When respondents were asked to rank the 5 most important items on the

list of 29 possible impediments to the State VR agencies in serving the severely

handicapped, the most highly ranked item, with 24 percent of the respondents

5u9
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picking it hs their first choice, was "insufficient funds for purchase of re-

habilitation services." The three items next most frequently listed as first

choice were "heavy client loads," "inappropriateness of rehabilitation quotas

(stated and implied) imposed on VR counselors," and "maximum number of re-

habilitations to sustain appropriations." However, each of these three items

was the first choice of less than 10 percent of the respondents. Thus, one

out Of four persons saw lack of funds as the impediment to serving severely

handicapped. Since-there were 29 possible "first" choices, it would appear

a

that there is strong-belief in the need for additional funding for vocational

rehabilitation services to better serve the severely handicapped.

Composite Rankings of Impediments.
Ti

The "composite" ranking which was based on the number of first through

fifth choice rankings for each impediment also revealed that insufficient

funds for purchase or rehabilitation was the most significant impediment

to serving severely handicapped individuals. The composite ranking score for

"insufficient funds" (159) is 53 points higher than the second highest item.

In fact, this difference is greater than the numerical difference between the

second ranked item (48) and the fourteenth ranked item (58). Table 21-2 presents

the 14 problems which were listed in the top h4lf of the 29 rankings. There

was an empirical dividing line between the tap half and the bottom half in that

the gap in ranking between items 14 (58), and item 15 (41) was the largest

numerical difference between item rankings with the exception of the difference

between the first and second items.

Other clusters are obvious in the composite rankings. (The second and third

items are the only others with a composite ranking over 100.) "lack of available

jobs" and'"heavy client load per VR counselor" are nearely equally ranked.

The four items that follow are also clustered.

510
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Table 21-2

Composite Rankings of Top Fourteen Problems
Restricting State VR Programs in Serving

Severely Handicapped Individuals

1. (159) Insufficient funds'for purchase of rehabilitation services

2., (106) Lack of available jobs

3. (103) Heavy client load per VR counselor

4. ( 95) Resistance of the competitive labor market°to the hiring of
the severely hiandicapped

5 ( 94) VR agency required to rehabilitate maximum number of disabled
to sustain its appropriation and support

6. ( 93) Inappropriateness of rehabilitation quotas (stated,and implied)
imposed Unpon, VR counselors

7. ( 89) Insufficiedu funding of rehabilitation centers and workshops
through the State/Federal vocational rehabilitation program

8. ( 77) Lack of usable transportation

9. ( 72) Limited knowledge of how to rehabilitate the severely handicapped

10. ( 65) Lack of knowledge on the part of VR counselors on how to rehab-
ilitate the severely handicapped

11. (.62) Lack of affordable transportation

12. ( 61) La of job development and placement specialists for the most
seve ely handicapped within the state VA agency

13. ( 60) Lack of barrier-free employment settings

14. ( 58) Insufficient number of rehabilitation facilities and workshops

S.
it

.N4
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PRINCIPAL IMPEDIMENTS SEEN BY RESPONDENTS

4

The one item that respondents agreed on the most as an impediment to

serving the most severely handicapped was "a lack of usable transportation."

A total of 93 percent either strongly agreed or agreed that this was an impediment,

with only 6 people out of 1,183 who responded strongly disagreeing. "lack of

affordable transportation".wag also highly agreed upon (87 percent) as an

impediment to serving the most severely handicapped. Respondents were con- .

sistent elsewhere in the questionnaire in ranking affordable, usable trans-

portation as a major barrier...gor,example, on a later item in which several

difficulties or potential difficulties in finding job placementsfor people

who are severely handicapped are listed, Jack of affordable transportation-is

checked more than any other difficulty.' Additional information on the trans-

portation barriers of the handicapped, as well ah options r eliminating those

barriers, are included.in the Transportation chapter of this report. Finally,

it is interesting to note that even though "lack of usable transportation" ranked

first in percentage agreement, it was ranked only eighth of 29 items in the

composite ranking. This suggests that VR recognizes problems which may be

outside its current service mandate.

Nine out of ten people also agreed that barrier problems in employment

and housing were major impediments to serving severely handicapped. It is

easy to understand why 90 pe4cent of the respondents would see "lack of barrier-

free employment settings" as a major impediment; if a person cannot get into

an employment setting, it is not possible to work. "Lack of barrier-free

housing," agreed upon by 89 percent of the respondents, is addressed in more

detail in the section of this chapter on housing and architectural barriers.

The two major employment problems were next most highly agreed upon

(88 percent of the respondents agreeing with each item). "Lack of available

jobs" is particularly a problem during time of high unemployment. "Resistance

A
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Ai_the competitive labor market toward the hiring of the severely handicapped'

relates to the more general problem of attitudinal barriers and discrimination.

Three different management concerns were highly agreed upon as impediments

to serving severely handicapped individuals. The first of these, with 86 percent

agreeing, was "the lack of job development and placement specialists for the

most severely handicapped within the State VR agency." Development of such

specialists seems particularly important. As is noted,later, the question on

"more aggressive placement services" is highly ranked as the kind of service

that persons With severe handicaps need most to improve their work capacities

and to enhance their employment.

The two other management concerns that were strongly agreed upon as im-

pediments are, first, "VR agency required to rehab,Llitate maximum number of

disabled to sustain its apiopr4ation and support" (83 percent agreeing),

and second, "inappropriateness of rehabilitation quotas (stated and implied)

imposed on VR counselors" (81 percent).

The "'heavy, client load pqPiVR counselor" was a problem was agreed upon

ci
by four out.of five (80 percent) of the respondents: Simply stated, if a typical

VR *counselor with a general caseload of over 100 handicapped persons has added

to his caseload a large number of severely handicapped persons, that will

probably mean that all, including the severely handicapped, will get little

gtervice'. The other major resource problem was the "insufficient, funds for

purchase of rehabilitation services," to which 77 percent agreed. While

"insufficient funds" was tied for eleventh in percentage agreement ranking,

it should be remembered that it was first according to the composite ranking.

First Choice and Composite Rankings

The option of a weighted case closure system for VR agencies was the

first choice of 20 percent of the respondents. Next were "intensive training

5 3
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program" (161percen't) and "reduced caseload size for counselors with specialized

caseloads" (14 percent). In the composite. rankings, presented in Table 21-3, the

same three items were clustered at the top of the list.

Pf POLICY OPTjIpN

Four out of five of the respondents agreed that the first six options

would lead to greater services for the severely handicapped. The option with

the atrongest agreement (94 percent) was "the implementation of intensive train-
,

ing programs for counselors and others serving the s%iter y handicapped." If

counselors are to better serve severely handicapped clients, additional training

seems required. "Increased service capacity in facilities to serve the severely

handicapped" was agreed upon by 93 percent of the respondents. "Reduction of

caseload size for counselors with specialized caseloads pg. severely handicapped"

would lead to greater services for severely handicapped was agreed by 89 percent.

Eighty-seven percent of the respondents agreed that "greater utilization of

Imployed handicapped to extend employment opportunities .tO other handicapped in

the same wox'k setting, industry, or service" would realistically lead to greater
L

opportunities for the severely handicapped. Plirticularly in view of the earlier

perception of the resistance of the competitive labor market hiring the severely

handiOpped, the use of persons who have been successfully employed in different

work settings could be quite hoepful in developing new job opportunities for

other handicapped who follow into their field.

"Greater involvement of the severely disabled consumer in planning, delivery,

and evaluation of rehabilitation. eservices" was agreed upon by 85 percent of the,

rehabilitatiolpproviders sampled as a way to improve services and oplAitunities.

A growing number.of agencies have realized that they can provide bitter services

to their constitutency if they let the person being served and their organizations

have a voice in making the decision. Finally, four out of five ,(85 percent) of

A
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Table '21-3

Composite Rankings oT-EleVen Policy Options

1. (98)

2. (92)

3. (92)

4. (61)

5. (57)

6. (45)

7. (43)

8. '(33)

9. (30)

°

Implementation of intensive training programs for counselors and
others serving the severely handicapped

Reduction of caseload size for counselors with specialized case-.
loads of severely handicapped

Implementation of a weighted case/tlousre system in VR agencies

to provide greater incentive for working with the severely

handicappped
1

Increased service capacity in facilities to serve the severely

handicapped

Establishment of a separate pr'ogran within VR agencies with
specialized caseloads to promote more efficient services to the,

severely handicapped

Implementation of an expanded outreach program to locate more
severely handicapped .

Greater involvement of the severely disabled consumer in planning, -

deiivery and evaluation of rehabilitation services

Impleinentaiton of differential wage scale within VR agencies to
encourage more professionals to work with the severely handicapped

Greeter utilization of employed handicapped to extend employment

opportunities to other,handicapped in the same work setting,

Industry, or service

)10. (26) E lishment of a seaprate inter4gency\coordinating office to

promote more efficient services to ehe severely handiclappe

11. (21) Implementation of a VR tracking system to keep track of rejectees

to see if they later become eligible

515



499

the respondents agreed that "implementation of a weighted case closure system

in VR agencies" would provide greater incentive for working with the Severely

1

handicapped.

JOB PLACEMENT OF THE SEVERELY HANDICAPPED

The ultimate goal of the vocational rehabilitation agency is to place in

a suitable job each disabled person to whom it is providing rehabilitation

services. With the increased emphasis on service to the severely handicapped,

it becomes important to know what difficulties or differences might be expected

in the area of job placement. The first question, then, is, "Is it more difficult

to find job placements for those people who are sev rely handicapped than fos,

those eople who are less severely handicapped?" A overwhelming majority of

97 percent responded firmativelY:v They were then presented with a list of

12 difficultips--afaasked to check 'those which applied:

Job Placement Diffi,ltles

'Heading the list of job placement difficulties was ''-lack of affordable trans-
,

ortation," with 55 percent of the respondents checking it. There were two

other items that half of the respondents saw as greater job placement difficulties

for severely handicappedthan for those who are less severely handicapped, namely:.

"presumed poor risk (Workmen's Compensation)" (53 percent), and "inadequate

physical facilities (architectural barrieriil" (50 percent). Other highly rated

difficulties were "high unemployment rate," "lack of work for the homebound,"

and "discrimination."

I)

Pre-Placemrt Services for\the Severely Handicapped

Just as it was important to know of difficulties in placing the severely

handicapRed, its is also important to know whether peoplj with severe handicaps

516
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require more 9r different kinds of services to improve their work capacities

and to enhance their employment placement from those services usually provided
..)-

other disabled people. Here again an overwhelming 98 percent majority agreed that

severely handicapped did require mores of different kinds of services. Heading ,

the list was "more aggressivesplacement services," which 73 pticent of the re-

pondents checked. This statistical result is consistent witb'the support for the

earlier mentioned policy option of increasing the number of job development and

placement specialists for the most severely handicapped within the YR agency. Five_,

kinds of services were agreed uppn by betweda 63 percent and 65 percent of the re-
.,

spondents; they were "more intensive and/or extended: ,(1) evaluatio s,. (2) re-

storative services, (3) counseling sessions, (4) work training, and (5) follow-up."

. Sixty-two percent of the respondents checked "more active intervention with

environment (e.g., house modificatiod, job engineering)" as a service that se-

verely handicapped requite. Clearly, additional services are required to ef-

fectively serve individuals with severe handicaps.

I %.

We solicited the per

ECONOMIC CONSIDERATIONS

tions of rehabilitation providers of the relative

cast of rehabilitating severely handicapped people as opposed to the less severely

handicapped. The three,items that better than nine out a ten respondents saw

as costing more for the rehabilitation of severely handicapped individuals 'in

comparison to those less severely handicapped were: (1) job finding and job

.
placement services (95 percent); (2) physical and mental restoration services

to treat conditions that are stable and, slowly progressive, including activities

of daily living (93 percent); and (3) overall counselor time (92 percent).
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REHABILITATION FOR INDEPENDENT LIVING

kprogram of rehabilitation for independent 1Mrog is one which would

provide comprehensive rehabilitation services to improve the ability of severely

handicapped people-to live independently or f ction normally id.thin their

family or community without reference to vocational goal. A basic ciliation is-

whether the rehabilitation providers feel it apprbpriate for the State VR

program to serve as the vehicleCior providing rehabilitation services fOr in-

dependent living. Seventy-six percent of the respondents felt that it was

either "very appropriate" or "appropriate." In fact, 50 percent (585 of 1,161)

considered it "very appropriate" for VR to do rehabilitation for independent

living.

In the open-ended comments, 114 respondents felt that VRdoesb't have the

din

staff, money, or expertise to perform such a task; 85 observed that a program

..,for independent living is not vocational rehabilitation. On the other hand,

199 commented that VR is the agency best prepared to handle independent living,

rehabilitation and can be ertended to 'do so. A table of 107 respondents pointed

out that severely handicapped individuals have a right to such services and listed

benefits.
4

Services for Independent Living_ Rehabilitation

T1 scope of services that might be required for a comprehensive rehabili-

tation for independebt living program are considerable. A list of,21 services.

believed to be required in such a program was presented and respondents were

asked to indicate their agreement or disagreement that each of the services

listed would effectively asqist the severely handicapped in 'rehabilitation

program for independent living.

On all 21 services at least four out of five respondents agreed upon this

contribution. Heading the list was "instruction and training in activities for

daily living," with 99 percent either strongly agreeing or aireeing; not a
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single pefson out of 1,170 who responded to that item strongly disagreed. Tied

for second on the list, at 98 percent, were "mobility training," "prosthetic

and orthotic devices, braces, wheelchairs, etc.," and "physical therapy."

Third in degree of agreemeit were "occupational therapy", "homemaker services",

and "transitional living arrangements" at 95 percent. Tied for fifth, with 94

pertent agreeing, "rehablliation medicine services," "psychological therapy/

counseling," and finally "identity building (role as family member, sex partner,

consumer, etc.)."

COIISUMER INVOLVEMENT

Less that 2 percent of the rehabilitation providers checked "advocacy"

as the main emphasis of their work. Less than 2 percent described their or- f'.1

ganization as a "consumer organization representing the Handicapped." Yet

85 percent agreed with the policy option Of "greater involvement of the severely

disabled consumer in planning,:deliverY, and evaluation of rehabilitation services."

An ev1en higher number (87 percent) agreed with the policy option of "gfeater

utilization of employed handicapped to extend employment opportunities to

other handicapped in the.tame work setting, industry, or service." As a means

for delivering comprehensive rehabilitation services for independent living,

90 percent of the respondents rated self-help consumer organizatils as either

"helpful" or "Most helpful."

Respondents were asked about the role qualified condumers,or representatives

0

of consumer organizations-can play in improving the delivery of rehabilitation ser-

vices and/or in preparing the severely handicapped'to qualify for vocational

rehabilitation or independent living. Four out of. five 'respondents checked

"information resource" (82 percent) and "referral source" (79 percent). "Peer

counseling" was checked by 65 percent. "Consumer advisory boards" was also

highly indicLed both for "the State VR agency" (72 percent and for "other
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rehabilitation service providers" (62 percent). The most frequent write-in

4. comment in the last section of the questionnaire was "use of professionals,

especially handicapped paraprofessionals."

SERVING SEVERELY 'HANDICAPPED AND PROVIDING ILR

Two basic estions relate.. to the appropriateness of VR both for serving

the severely han capped on a priority basis and for independent living re-

hatilitinion. The responses to these questions could be influenced by a

variety of factors. To determine whether five key factors affected the re-

sponses, group comparisons were made, summarized in Tabled 21-4 and 21-5. The

r'
first group comparison looks at whether respondents working for a State VR

agency, as opposed to those not working for VR, consider.it more or less

appropriate for VR to focus the major portion of its attention on serving

the most?everely handicapped.

The second group comparisda "urban vs. rural," is between respondents

who -Presently serve a majority of urban clients as opposed to those who serve

main.4 rural clients. The third group comparison was made to determine the

effect of length of respondents' rehabilitation experience on responses. The

A

fourth group comparison examined the relationship of responses to the percentage

of severely disabled in respondents' caseloads. The fifth and final group com-

parison focused on the percentage of severely disabled clients which respondents

placed in gainful employment.

f
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Table 21-4

Group Comparisons on "Appropriateness for VR to Focus the
Major Portion of its Attention on Serving the Most Severely Handicapped"

,

Group .

Very
Appropriate Appropriate

,

Inappropriate

Very
Inappropriate

lop

Totals

. N' 7. N 7. N % N N %

VR - 233 35 300 46 .10'2 16 22
.

3 657 100.0

Non-VR 187 36 233 44 87 17 17 3 524 100.0

e

Urban 90 35' 108 42 44 ' 17 15 6 257 100.0

Small City 39 35 54 49 16 14 2 2 111 100.0

Rural 21 28 36 49 13 18 4 5 74. 100.00

Yrs. Experience
5 or less 122 39 133 '42 50 16 9 3 314 100.0

More than 5 294 34 395 46 138 16 30 4 857 100.0

1

Percent of-
Severely Handi-1

.

,capped in
caseload
0-33% 82 26 149 47 70 22

.

16 5 317 100.0

34-66% 111 36 139 45 52 16 8 1 3 310 100.0

67+% 149 47 131 41 32 -10 8 3 320 100.0

.

Percent of
caseload

,

.

Placed
23% or less 50 37 60 45

v
20 15 4,, 3 134 100.0

Mote than
25% 67 39 68 40 2% 17 7 4 171100.0

521



505

Appropriateness for VR to Focus on Most Severely Handicapped

As can be seen from Table 21-4; there was very little difference between VR

0

and non-VR respondents as to whether it was appropriate for VR to focus the

major portion of its attention on serving the most severely handicapped. In

both groups, about four out of five thought it either appropriate or very

appropriate.

A higher percentage of respondents serving clients in an urban area an-

swered the question with "very appropriate" than did respondents with rural

clients. But this difference canceled out when "appropriate" responses

were taken account. The percentage of "inappropriate" plus "very inappropriate"

answers was also the same for both groups (23 percent). The same general re-I

sponse pattern of little overall difference in "combined appropriates" versus

"combined inappropriates" occurred with the group comparisons based on the

respondent's years of experience in rehabilitation and on the percentage of

severely handicapped persons the respondent was able to place in employment.

The largest difference was that respondents with a law percentage of

severely handicapped in their caseloads were also less likely to believe it

appropriate for"VR to focus its attention on the severely handicapped'than those

serving a.high percentage. Of those with a low percentage of severely handi-

capped, 73)percent thought it appropriate, 'compared to_88 percent of those

with a high percentage.

The overall response is a clear majority from all groups believing that

it is appropriate for VR to focus the major portion of its attention on the

severely handicapped.

5 () 2
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Appropriateness for VR to Serve as Vehicle for Rehabilitation for Independent
Living

In Table 21-5, the overall consensus that VR was the appropriate vechicle

was more - marked than the group differences. VR respondents (74 percent) were

not significantly different, from non-VR respondents (78 percent)0 One difference ,

was between respondents with 5 years or less dr rehabilitation experience (81

percent) contrasted with those with morethan 5 years experience (74 percent).

As before, the biggest difference was betweensthose-with a small percentage

of severely handicapped on their caseload (72 percent) and those with a large

percentage of severely'hanaicapped (82 percent). In summary, the clear majority

believes it appropriate for VR to serve as the vehicle for providing rehabilitation

services for independent living.

Capability of Serving Additional Numbers of Severely Handicapped

Table 21-6 presents comparisons for the same five groups on two questions

about service capability. The most significant difference was that a higher

percentage of non-VR respondents (74 percent) as compared to VR respondents

(5? percent) believed themselves personally capable of serving additional numbers

111

of severely handicapped persons.
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Table 21-5

Group Comparisons on "Appropriateness for VR to Serve as gle
Vehicle for Providing Rehabilitation Services for Independent Living"

ti

.

Group of
Respondellits

.

Very
Appropriate Appropriate Inapptopriate

Very
Inappropriate Total

..

VR
Non-VR

Urban
Small City
Rural

Yrs. Expli-
ence
.5 or less
,-more

than 5

4

Percent
Severely
Handicapped

0-33%
34-66%
67+%

Percent Placed
,25% or less
More than
25%

N

311
274

128
65

33

....

156

421

.

138

153
182

74

89

%

48
53

50
60
45

50

50

44
50
58

55

52

N

171
130

63
24

23

97

202

87

75

77

27

39

)

.,%

26
25

'25

22
32

.

31

24

28

25

24

20

23

14

,

/
(

N

103
76

46

13

13-

42

137

53

50

.
40

15

31

A

%

16
15

4618

"12
18

14

16

e
17

16

13

11

18

°'

N

62.

40

18
7

4

17
.

85

,

35

27

16

18

12

rs

%

%

10
8

7

6

6

5

10

11

9

5

14

7

N

647
520

255
109

73

.

312

845

313

305
315

134

171

100.
100.

100.

100.

100.

.

100.

''100.

100.

100%

100.

100.

100.
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Table 21-6

Group Comparisons on "Capability of Serving Additional Numbers of
0 Severely Handicapped People"

Group
Respondents

"Personally Capable" "State VR Program Capable"
1

Yes No. Yes No Total

N % N % N -% N % N %

VR 296 59 203 41 532 83 110 17 642 100.0

Non-VR 336 74 119 26 403 84 76 16 479 100.0

1.4

Urban- 141 62 87 38 187 78_ 53 22 240 100.0

Small City 77 ,J4 27 26 94' 86 15 14 109 100.0

Rural 50 70 21 30 58 82 13 18 71 100.0
k...,

.

Yrs.. Experience .

5 oriless 193 67 95 ` 33 244 81 56 19 300 100.0

more than 5 435 66 223 34 685 84 128 16 813 100.0

1 \,

/- --4

Percent Severely
Handicapped

0-33% 203

,

68 94 32 253 82 55 18 308

J,

100.0

34-66% 168 61 108 39 244 81 57 19 301 100.0

67+% 217 72 84 28 257 85 46 15 303 100.0
. .

Percent Placed
25% or less 82 66 42 34 132 79 35 21 167 100.0

More than 25% 104 68 49 32 105 81 25 19 130 100.0
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Percentage of Severely Handicapped Placed in Employment

Several important questions were raised concerning respondents who place

a significant percentagejof severely handicapped in employment. Of rehabili-

taiion workers who are involved in helping severely handicapped Find jobs, are

there differences between those who place a greyer percentage of severely handl.-

capped versus, those who place 4 smaller percentage in (a) experience, (b) attitude,

or (c) knowledge?

Experience -- The results from persons wio responded on both'the questions

about their }Rears of experience and the question about the percentage of severely

handicapped that they were able to place were cross-tabulated.

Comparisons were made between the respondents who reported placing more

than 25 percent of the severely handicapped people they served, as opposed to

those who reported placing less than 25 percent. According to Table 21-7, those

respondents who had over 5 years experience in rehabilitation-related fields

placed a considerably higher percentage of the severely handicapped they served.

Table 21-7

Respondents

Respondents who placed more
than 25 percent of
geverely handicapped

Respondents who placed less
than 25 percent of
severely handicapped

J

Total

Respondents having 0-5
years Of experience

Respondents having 6
more years of experience

Number Percent Number Percent I,

46 46 125 61

54 , 54 80 39

100 100 205' 100
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Attitude -- For obvidus reasons, respondents were trot asked whether they them-

'selves iminate against applicants in making eligibility decisions. The

socially des rable response would consistently be "no." However, respondents

/
were asked to indicate the extent of their agreement or disagreement' that several
0 .

characteristics of an individual (age, race, education) actually influence most

counselors' decisions to accept and provide rehabilitation services to that

individual in the State Vocational Rehabilitation progiam. In the sense that

a respondent projects his own experiences and biases into answering the qves-

tion, the answers reflect the respondents' attitudes toward accepting severely

handicapped for rehabilitation. For example, 78 percent of respondents reporting

a larger placement percentage of severely handicapped (over 25 percent) agreed

that a client's "ability to leave home to make appointments, receive services,

etc." influenced counselors' decisions, while 89 percent of respondents re-

porting few placement percentage agreed. Similarly, "high school or additional

education" as a factor was agreed to less by those. having a high placement

percentage than by those in the lower group.

Having a "specific job available upon completion of the rehabilitation

program" influences acceptance decisions according to 55 percent ofrespondents

having larger placement percentages and 63 percent of respondents having place-

1 went percentages under 25 percent.

Knowledge -- One measure of general knowledge of potential opportunities was

the question that asked respondents if they knew of "any special programs for

the'severely handicapped, including those who are homebound, that help prepare

them for vocational rehabilitation or independent living." As would be expected,

thdbe respondents having larger.percentages were more aware,of special' programs

(51 percent) than those respondents having smaller placement percentages (38
/'

percent).

5'7
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? .

In summary, respondents who reported placing a higher percentage of

c!

everely

handicapped individuals generally had more.years of experience4 a more positive

attitude toward acceptance of severely handicapped for rehabilitation, and

greater knowledge of special programs for theseverely handicapped.

Geographic Location

Because a person's geographic location may determine the availability of

resources (counselort7, accessible facilities), several questions were raised

concerning differences in answers of respondents from urban versus rural areas.

Probably the most Ciitical question relates to the influence of a client's lo-

cation as a factor that might influence his acceptance into VR. Twenty-seven

percent of respondents slrving rural clients and 52 percent of respondents

serving urban clients agreed that whether'a client is living in an urban or

semi-urban area as opposed to a rural area Will influence most counselors'

decisions asto whether to accept and provide VR services to that individual.'

VR DIRECTORS

60 -)
An important group among the respondents are the State agencyAtirectors

themselves. Of the 82 directors, 63 or 77 pereent responded to the question-

naire. Their reqponses were examined with respect to three questions that re-

late to the 1973 Rehabilitation Act's mandate to serve the severely handicapped

first: (1) Have VR agencies made changes to improve services? (2) Is the

State VR program capable of nerving additional numbers of severely handicapped?

and (3) Is it appropriate for the State VR program to focus the major portion

of its attention on the severely handicapped?

On the first question71 percent oaf the respondents overall reported that

their agency had made organizational, procedural, or other changes within the

past year that have resulted orwould result in improved or expanded vocational

0rehabilitation services to individuals who are mat st severely handicapped. As
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would be expected, more of the VR respondents ?ported change than did non-

.

.VR, and more directors zthan their staffs.

Second, on the question of whether the State VR program-was capable of

serving additional numbers of severely handicapped people, the strongest

affirmative opinioas came from Stale VR dir ctors and,workshop staff,,with

90 percent of both agreeing. Eighty-three percent of all respondents agreed.

Third, almost all State VR directors (95 percent) thought it appropriate'

(47 percent "very appropriate" plus 50 percent "appropriate ") for the State

VR program to focus the major portion of its attention on serving the most severely

handicapped. Only 2 of 62 directors thought it inappropriate, and none thought

it very inappropriate. Eight-one percent of all respondents agreed.

In that the specialized caseload was'a strongly supported policy option; but

one that may be more feasible in urban areas where there is more than one

counselor, urban-rural differences were examined. Seventi-three percent of

persons serving urban caseloads saw a need for specialized caseloads, while

only 65 percent of Persons with rural caseloads saw such a need.

Finally, urban areas have more rehabilitation facilities, housing'alterna-

tives, and places of employment. Presumably, the number of accessible facili-

ties it urban areas in greater even though the percentage may be the same.

Sixty-seven percent of rural respondents checked "inadequate physical facilities

(architectural barriers)" as a difficulty in placing the severely handicapped,

campared to wily 43 percent of the urban respondents.

MAJOR CONSIDERATIONS IN THE SURVEY RESULTS

Six major considerations seem to stand out in the survey results: (1) special-

ized caseloads, (2) weighted cases, (3) increased funds, (4) rehabilitation fc*

independent living, (5) consumer involvement, and (6) barrier elimination.

,1
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Specialized Caseloads

Several' f the imiediments and the policy options seem to have a common

element. Two of the highly ranked impediments to serving the severely handi-

capped were "heavy client load per VR counselor," and "lack of job development

and placement specialistA for the most severely handicapped within the state VR

agency." Three of the top five ranked poliCy options address these same im-

4 pediments, but in the form of solutions. The top-tanked option, "Implementation

NI of intensive training programs for counselors and others serving the severely

handicapped," would spread the expertise that already exists, Corresponding,

in a sense, to the "heavy client load per counselor" impediment is the second-

ranked pol option of "Reduction of caseload size for counselors with special-

ized caseloads of severely handicapped." Also under the general rubric of

specialized programs, is the fifth-ranked policy option, "Establishment of a

0

separate program within VR agencies with specialized caseloads to promote more

efficient services to the severely handicapped."

Small-specialized caseloads seem to result in improved services to particular

populations. For example, the blind, the deaf, and the retarded have all re-1

ceived more effective services as a result of having counselors who could learn

and master in depth the specialized knowledge and techniques required to meet

/---,afectively the needs of the particular disability group. The general caseload.
. -

counselor must have difficulty learning about automobile hand controls forpara-

plegics, mobility training for the blind, sources of interpreters for the deaf,

and a myriad of other specialized services required by each of the different

,0110..

disatality groups.

Several examples of vocational rehabilitation programs with specialized

counselors are worth noting. George Washington University's Research and

Training Program has developed a program for severely handicapped persons that

530
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includes not only counselors specialized in severe disability but in job rd-
I

structuring and rehabilitation engineering. Several of the Spinal Cord Injury

Centers funded by the Rehabilitation Services Administration have specialist

counselors assigned by the State VR agency who have amassed considerable et-

pertise about the variety of considerations (from neurological to architectural)

involved in helping individuals with spinal °cord injury to find physical and

vocational independence. Several State VR agencies have already developed or

are now developing specialty units for the deaf, the mentally i1], and Other tar-

get group populations of theseverely handicapped. To the extent that agenciedate

large enough to support such specialization efficiently, it appears that severely

handicapped can be better served.

Weighted Cases

In the list.of 29 potential impediments to serving individuals with severe-
.

handicaps, two highly correlated items ranked fifth and'sixth. The fact that

the VR agency is "required to rehabilitate the maximum number of disabled to

retain its appropriation and support" is, in great part, what leads to the

"inappropriateness of rehabilitation quotas
a
(stated and implied) imposed upon

VR counselors." To correct these major impediments, the third-ranked policy
A

option entailed the "implementation of a weighted case closure system in VR

to provide greater incentive for working with the severely handicapped."

Whether it makes more sense to "weight" the difficulty of the case, at the

end of the rehabilitation program, upon closure, or at the start of the program,

upon acceptance and evaluation, is an open question. But the introduction of an

objective measurement system Chat takes into account such factors as the c ient's

employment history, economic status, physical functioning, psychological adjustment, .

and social competency, could properly weight the counselgr's efforts.

531 a
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To date, however, the research on weighted closures does not show major

break throughs: Case difficulty which requires effort and severity bf handicap

are often confused.

Increased pFunding

Three of the questions to which large number of persons resp%nded with

comments related to the capability or appropriateness of the State VR agency

to serve severely handicapped. One variation or another of the response, "with

.

more staff and gore ," was the most fiequent comment throughout the questionnai

A similar pattern showed up in the responses to other questions. For

example, on the question about impedlmtnts to serving the severely handicapped,

"insufficient funds for the purchase of rehabilitation services" ranked first,

well above the other 28 problems. Individuals who are severely handicapped

were perceived as requiring more resources (e.g., physical and mental restore-

..

tion, counselor time, and job placement) in comparison to individuals who are

less severely handicapped. Three-fifths of the respondents believe that there

are severely handicapped individuals whO would not be accepted into the program

even though their disabilities and functional limitations are identical with

those of, the severely handicapped person who is accepted into the program. One

wonders how many of tie severely handicapped are twersons who (a) are turned

down due to lacklgresources (even though it is not)in acceptable reason on

the R-300 form), or (b) don't even bother to apply because they have been dis-

couraged by other severely handicapped who have been underperved due to lack

of resources.

As shown in Chapter 28 , one of the options presented for improving

services to the severely handicapped is increased funding for the vocational

rehabilitation program.

o--
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Rehabilitation for Independent Living

Three pointd come through clearly in the response of the rehabilitation

providers to rehabilitation for independent living. First, three out of four

of the respondents felt it appropriate for the State VR program to serve as

the vehicle for providing rehabilitation services for independent living.

Second, a wide variety of services is required, ranging ffom "instruction and

training in activities, of daily living" and " "mobility training" to "transitional

living arrangements" and "identity building." And third, a wide variety of

service delivery methods are viewed as helpful, ranging from services to

homebound and institutionalized persons to utilization of families of the

/
severely handicapped and self-help consumer organizations.

Elimination of Barriers

On the list of 29 problems, the largest percentage (93 peg.,,et) of respon-

dents agreed that "lack of usable transportation" was a major impediment to

serving the severely handicapped. And'yet, a relatively swill proportion of

services are directed at alleviating or eliminating the terriers. Only 14

percent of the respondents reported that special transportation was one of the

services that they provide. Since the VR program is time-limited, the issue of

post-rehabilitation transportation may be what is reflected in the identification

of this issue. Except where van lifts or autamobilehand cunuols are provided,

rehabilitation service providers 'apparently view the post-rehabilitation re-

sponsibilities in transportatiori as outpide of their domain.

The same discrepancy occurred between barriers in housing as an impediment

and home modifications as a provided service. Eighty-nine percent of the re-

1

habilitatiori respondents agreed that "lack of barrier-free housing" was a sig-

nificant impediment to serving the severely handicapped. Almost all fespondents

(96 percent) agreed that home modifications would effectively assist the severely
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handicapped in a rehabilitation for independent living program. Howevero

only 5 percent of such respondents are actually engaged in providing home

modification gervices.

Ninety percent-of the respondents agreed that "lack of barrier-free

employment settings" was a'major impediment to:erving the severely handicapped.

However, rehabilitation service providers apparently do hot see the elimination 4

WE architectural and other barriers as a part of their regular responsibilities.

Funds allocated for the elimination of such barriers would facilitate access

to rehabilitation services by the severely handicapped.

In a few States the VR agency has taken on the responsibility of eliminating

some of these barriers. For example, the Massachusetts Rehabilitation Commission,

has funded the purchase of wheelchair-accessible vans for group transportation,

in addition to providing sand controls and driving training. The agency has

also worked with local housing authorities to acquaint counselors with avail-

ability of barrier-free housing and has supported legislation that was subse-

quently enacted to provide $10 million for barrier-free housing in the futute.

With respect,tO the lack °of barrier-free employment settings, the agency has set

the requirement that, before any new leases are signed for rehabilitation offices,

JP
++

the new facility must be completely free of barriers to the handicapped; it is

represented on the Sta e Architectural Barriers Boar* and it has supported

legislation that was e Oted to strengthen the compliance powers of the Board

in enforcing accessibility in new construction. It is clear from this example

that agencies can be advocates. A

'SUMMARY

In summary, 1,198 rehabilitation providers were surveyed to obtain their

collective perception of the neJgs-meeting system for individualek with severe

handicaps. The data for all respondents were summarized. Group comparisons

and other analyses were briefly highlighted. Discussion centered around six
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policy options that received considerable support: (1) specialized caseloads,

(2) weighted cases, (3) increased funds, (4) rehabilitation for independent

living, (5) consumer involvement, and (6) elimination of barriers.

The clear majority of respondents consider it appropriate for die State

Vocational Rehabilitation program both (1) to focus the major portion of its

attention on serving the most severely handicapped and (2) to serve as the

vehicle for providingreha"ation services'for independent living. ,Both

a.

in terms of vocational rehabilitation and independent living rehabilitation

for the severely Alandicapped, the potential for improving services is clear.

Realization of that potential will require more staff and Money 1han are

currently available.

b
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Chapter 22

REHABILITATION FACILITIES AND WORKSHOPS
U

It is not possible to discuss rehabilitation of any type for the most

severely handicapped without consideration of rehabilitation facilities and

workshops. Facilities play a key role in evaluation and service provision.

Workshops are often the major'source of skill training and, too often, the

only source oftwork in an economic systeM.which allocates jobs by Aparket

principles.

The many types Of,rehabilitation facilities include the comprehensive,

rehabilitation center, the spinal cord injury center, the rehabilitation

- workshop, the vocation evaluation and7WoTk adjustment center, speech and

hearing centers, optical aids clinics, halfway houses for the mentally

ill and for the mentally retarded and the activity center. Some of the

facilities are large; some, small. A single fa%ility may serve all

disability groups or only those in a selected disabl.litY"OareVry. .Some

are sponsored and operated by public agencies, but most are under voluntary

auspices. Regardless of its size, sponsorship, program emphasis, or client

population, each facility plays an important role in rehabilitation.

A TYPES OF FACILITIES

/

Rehabilitation facilities draw upon many disciplines for their services.

The range of services which may be found in a facility'is reflected in the

Rehabilitation Act of 1973, which describes-a rehabilitation facility as

providing "...singly, or in combination, one or more of the following services

for the handicapped individuals: (1) vocational rehabilitation services which

include, under one management, medical, psychological, social ,.and vocational

services; (2) testing, fitting, or training in the use orlfrosthetic and orthotic

devices; (3) prevocational conditioning or recreational therapy; (4) physicalind

519

5 3 6



520

occupational therapy; (5) speech and hearing therapy; (6) ps chological

and social services; (7) evaluation of rehabilitation potential; (8) personal

and work adjustment; (9) vocational training; (10) evaluation or control of

speitific disabilities; (11) orientation and mobility services to the blind.;

and (12) extended employment for those handicapped individuals who cannot

be readily absorbed in the competitive labor market. These services are

rendered with the common objectives of assiNeg the handicapped individual

to function at his maximum physical, personal, and vocational level."

Rehabilitation centers and rehabilitation workshops both had their be-

ginnings in the nineteenth nentury, preceding the establishment of the

State=Federal vocational rehabilitation program by many years. One of the

first to be established was the Cleveland Rehabilitation Center which dates

back to 1889. In 1917 the Red Cross opened the Institute for the Disabled

in New York. The first workshop was established in 1840 in Massachusetts to

provide employment to graduates of the Perkins School for the Blind. From

these beginnings there are today about 1,000 rehabilitation centers in the

0-

United States and-2,500 rehabilitation or sheltered workshops.

Rehabilitation Centers

Early proponents viewed the rehabilitation center as a special type of 's

rehabilitation facility which would join the many evaluative and therapeutic

eq'arts of medicine and important nonmedical therapeutic services, including

adjtstment training, social.and recreational training, vocational counseling,

job tryout and vocational training. This combination of services makes it possible

7

to give simultaneous consideration and treatment to a wide range.of probleN

presented by the disabled individual. The setting frequently provides stimulation

for a higher and more sustained form of motivation within the client, a key

factor in rehabilitation. The rationale is based on the conviction that severe
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problems call for intensive effort and specialized skills working in concert.

Rehabilitation centers exist in a variety of forms and are found in various

administrative settings. They tend to be either medically or vocationally

oriented. The medically. oriented center is generally a iart of a general

hospital, medical school, or hospital center. As the term implies, it

has a strong emphasis on medical and medicallnrelated services. Our survey

of clients of these Centers gave a flavor of how such a center works. Its

counterpart is the vocationally\oriented'center in which medical services

are supplement0 in a major way by vocational counseling, testing and

training. These centers are strong in prevocational services.

While the comprehensive rehabilitation center ib thought of as being de-

-signed primarily with the severely disabled in mind, it can serve persons who

have only moderately severe disabilities. The versatility of the rehpbili-

tation center in meeting a broad range of rehabilitation problems from

single to complex disability, from the Moderate to the more severe, has meant

the broad utilization of centers by increasing numbers of 'rehabilitation

clients of State agencies.

There is also increasing evidence that there'is value in centers that

are both comprehensive in service and accept a broad range of disability

problems, Many.of the differentjdiayility problems have common elements of

service need.

Workshops

Workshops are receiving ever-increasing attention and utilization as an

important resource for handicapped persons who need the services they provide.

Their usefulness may be attributed to the work evaluation services they offer

as well as work itself.

The workshop offers services which can enhance the likelihood of success

5
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when the handicapped person seeks a job in the industrial world. Use of a

sheltered work setting may be conceived of as a means of providing transitional

or long-term work experience according to the abilities, interests, aptitudes,

and needs of the individual.
ti

There are the multi-disability workshops serving all disability groups,

such as the Goodwill Ipdustries workshops, and there are single disability

Workshops such-as those for the blind, mentally retarded, ce#ebral palsied,

emotionally disturbed, and the epileptic.

Workshops are. located in all kinds of places. They vary from large

bright factory buildings with modern equipment to a small room with pedde

working around a single table. Although some may look like industrial

establishments, they may also bear resemblance to an occupational therapy

room in a hospital.

Three groups of/handicapped people are generally considered to need the

services of a sheltered workshop: (1) those who have never worked or

have lost their skills and work habits as a result of injury or disease;

(2) those who for some psychological or social reason are not acceptable to

(
competitive industry without the development of proper work habits and p oductive

skills; and (3) those who should have regular full-time or part-time w rk but

are incapable Of meeting regular inflystrial standards.

Workshops strive to provide a variety of rehabilitation services related

to work experience. They are designed:

1. To provide prevocational evaluation, on-the-job training, and job tryout.

Workshops are staffed and equipped, to varying degrees, to provide vocational

training in job areas represented in the community. The development of job

skills is important preparation for employment in industry.

2. To provide work hardening. Clients are often required to gradually

ay
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build up their work tolerance to the point of full-time employment. The work-

shop. fulfills this need by gearing the daily work activities to accommodate

the physical capacities of the handicappedcperson.

3. To provide therapy. Forced idleness is not conducive tb the improvement

of the handicapped person. The importance of work to the individual and to

society has been clearly recognized and acknowledged by those who have made a

study ol'ihe subject. Employment in itself is considered to have therapeutic

value and is an essential ingredient of well-being. Although earning income

may be considery the primary purpose of work, it also has a social function

and is a means of self-expression.

4. To provide opportunities for personal adjustment. Many workers, both

abled-bodied and disabled, lose th Ajobs as a reAlt of the inability to get

along with their fellow workers and supervisors rather than because of pod-oi

productive performance. These emotional problems are recognized and dealt

with in, the workshop with the assistance of social, paychological, and

psychiatric services. One of the important and effective services of the

workshops for the mentally retarded is found in the area of personal adjust-
,.

ment.

5. To cultivate good'work habits. 'Proper work habits not only increase

the employmen; potential but help to insure continuation on the job following

placement.

6. To provide extended employment to those handicapped people who cannot r-

readily find Jbe placed in employment in the competitive labor market. Many

°

thousands of sdverely handicapped people cannot work in competitive employment

and require the environment and supportive services of a sheltered workshop

in order to earn money and to achieve the self - reliance and the self-Fulfillment

that can come through paid work.

0

5,4 0



524

Wagner - O'Day Act and Workshops

Lack of contract work on a sustained and regular basis is a major problem

of sheltgred workshops. A continuous flow o work is necessary to keep employees

productively engaged and to maintain the workshop's rehabilitation services,

since work, along with supportive rehabilitative services, is the means by

which the workshop accomplishes its objectives. Inability to provide

employment defeats the very purpose of the P..orkshop's existence.

Most workshop directors, even those employing gull-time salesmen,

devote considerable effort to the procurement of contract work. Ever since

1938, when the Wagner-O'Day Act (P.L. 739-75th Congress) was enacted to provide

;

employment opportunities for the blind in the manufacture of products to be 41;

sold to the Federal Government,-leadersin the workshop field serving the

nonblind have been hopeful that this same preferential treatment would be

extended to facilities serving all types of disabled persons. It was Antici-
\

pated that the vast resources and needs ofthe Federal Government would afford

a solution to the "feast or famine" situation that many workshops face. With

the Federal Governmentcas a major customer and dependable purchaser, workshop

\ I

directors and other key personnel would be able to devote more time to rehab-

ilitation and management functions.

The.Wagner-O'DayAct of June 25, 1938 made it mandatory for all government

Agencies to purchase certain items f$m qualified agencies for the blind. The

COmmittee on Purchase of Blind-Made Products, created by the Act, selected the

items, which were published in catalog form, known as the "Schedule." The

Committee also established a fair market price for the items. The price could

vary as market conditions changed. This Committee is now the Committee for

Purchase from the Blind and Other Severely Handicapped.

A nonprofit agency, the National Industries for the Blind, was created
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in 19381938 to deal with government purchasing offices and to distribute the

purchase orders to the nonprofit workshops for the blind enrolled in the

program. There'ape now 87 workshops in 36 States affiliated with the

organization. ,They employ 500 blind workers and produce 435 items for the

Federal Government. Gross volume sales have been over $30 million a year

under U.S. Government contracts. (See preceding chapter, The Blind and

the Visually Disabled, for funther discussion of employment of the blind a
I

in workshops.)

Public Law 92-981 effectivecJune 23, 1971, amended the Wagner-O'Day Act

in two major askects. First, it extended the special priority in selling

products to the Federal Government that had previously been reserved for the

blind to workshops employing other severely handicapped workers. Second,

it expanded the category of contracts to include "services." Workshops for

the blind will continue to have first preference in the aale of commodities

A
and, until December 31, 1976, in the contracting of services. After that

date, all nonprofit'organizations serving the handicapped will receive

equal treatment in the awarding of contracts for services, which will include

such diverse activities as cleaning and maintenance, printing, automatic

y
data processing, packaging, letterehop services, assembling, and any of the

varied service functions now performed by workshops.

In April 1974 the National Industries for the Severely Handicapped

(NISH) was created. NISH provides the means of extending the benefits of

P.L. 92-28 to woikshops serving the severely handicapped other than the blind.

At the end of April 1975, NISH had certified 250 such workshops to participate

in the program. As of that date 32 of the workshops were producing 17 products
a

and 24 services required by Federal Agencies.
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Accreditation of Rehabilktatfbn Fatlkties

There are three national agencies that accredit rehabilitation facilities

as a means of assuring quality services in accordance wi7.11 prescribed standards%

the Commission on Accreditation of Rehabilitation Facilities (CARY); the

National Accreditation Council (NAC), whose standards apply to facilities
O

serving the blind and the visually handicapped; and' Goodwill Industries

1

of America, which accredits .only Goodwill workshops. The State*dministrators

of Vocational Rehabilitation adopted a resolution in 1970 that requires all

rehabilitation facilities used by the State VRAagencies ,to be accredited by

CARP or NAC or to have made plans for accreditation by 1976. In addition,

a
the Rehabilitation Services Administration requires that rehabilitation facili-

ties applying for Training Service Grants under the Rehabilitation Act sub-

stantially meet the standards promulgated by the Secretary of Health, Education,

and Welfare. As of January 1, 1975, 20 States required rehabilitation

-facilities to be accredited in order to serve clients of the State vocational

rehabilitation agencies.

Utilization of Rehabilitation Facilities

The significant role of reh bilitation facilities in the State VR programs

is seen in the growing expenditures for rehabilitation facility services by

State agencies and in the increasing number of State VR agency clients who

are sent to the rehabilitation'facilities for services. Data for the

period 1964-1973 are as follows:

the
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Table 22-1

Use of Rehabilitation ricilities by State Vocational Rehabilitation

***Agencies, 1964-1973

VR clients Percent of

served in Clients

Fiscal Year facilities Served

. .

1964 38,000 9.5

1965 46,000 10.6

1966 57,000 11.6

" 1967 65,000 11.4

1968 aol000 14.9

1969 132,000 16.8

1970 142,000 16.2

1971 193,000 19.3

1972 199,000 18.0

1973 211,000 18.0

Case Service
funds spent
in facilities

$ 15
19

30
-42

55

77

97

110
114.6

Percent of
case service
funds spent .

20

22,

27

'26

28
24
25

28

28

28

Source: William H. Button, "The Role and Characteristics of Vocational

.
Rehabilitation Facilities: Based on Data Generated by the RRR

System," State Rehabilitation Facilities Specialist Exchange,

September-October 1973, p.l.

In addition to providing services to the State VR agencies, rehabilitation

facilities serve disabled people-who are
self-referredror referred by physicians,

insurance carriers, Workers' Compensation, Medicaid, Medicare, welfare agencies,

and other public and private human service agencies.

Many severely handicapped people could benefit vocationally from the services

provided by rehabilitation facilities but are not receiving these services because

1

the VR agencies have insufficient funds with which to purchase tr-services. For

example, workshops are serving about 90,000 clients, whereas it is estimated that

a million disabled could benefit by employment in sheltered workshops.
1

The

1. Committee on Government Operations, Operation of the Wagner-O'Day

Act, House Report No. 93-1315 (1974).
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facilities themselves cannot help because, relying as they do upon voluntary

contributions for their basic support and capital needs, theyare in a constant

struggle to survive.

STUDIEi OF WORKSHOPS

The literature indicates much controversy over the present and future

value of workshops to-their client-employees; particularly with regard to the

question o "terminal" vs. "turnstile" shops. 'Terminal workshops are those

which retain their'disabled employeesindefinitely, while turnstile workshops

are those whose purpose it ip to prepare their employees for competitive

employment and to place them in a nonsheltered setting. after a short time..

A third kind of workshop, which has only recently appeared on the scene in

this country, is the "competitive" workshop, which combines aspects Hof sheltered

and competitive employment by paying competitive wages and attempting to achieve

4,

financial autonomy, yet providing working conditions specially adaRted to disabled

workers. The study of woikshops now being funded by RSA is expected to clarify

many of the issues.

Terminal Workshops,

Defenders of the terminal workshops assert that their value lies in their

ability to confer upon even the most severely handicapped the dignity and innate

1%. ,

value of work.
2

Black asserts that workshops combine thdOraluable functions of

rehabilitation, welfare, and business for the, ultimate benefit of the client-

employee.

More critical writers agree that terminal workshops combine a variety of

social functions, but disagree as to their beneficial effects . For example,

.

one speaks of the workshops as "a vague,combination of the workhouse, the almshouse,

2. Bertram J. Black, "The Workshop in a Changing World: The Three Faces
of the Sheltered Workshop," Rehabilitation Literature,August 1965.
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the factory and the asylum, carefully segregated from 'normal' competitive

society and administered by a custodial staff with sweeping discretionary

/
authority.

In the Gersuny study,
4

the authors agreed that workshop employee-clients

are in a condition of'servitude,,rather than freely contracted workers. They

cite examples of interventions into the employees' private affairs by work-

shop administrators -- interventions beyond those found in the normal employer -

employee relationship, such as the forbidding of marriage and sexual relation-

ships. Secondly, they cite two National Labor Relations Board cases which

denied workshop employee groups the right to organize and bargain collectively,

putting them in a different legal category from freely contracted employees.

There is relatively little information on the legal and economic position

of workshop employees, their powers and relationships to shop administrations,

and their opinions and feelings about #the shops in which they work. The only

information discovered about disabled people's opinions find feelings about

termial workshops was found in Bachlan.
5 The author reports that among the

unemployed handicapped people whom she interviewed, none would apply for sheltered

workshop positions. "Workshops were described as disgusting babysitters. Too

routine, too boring and not meeting the needs of the severely handicapped."

Scott
6 offers a supporting view 'when he observes that the work of blind

beggars is often more stimulating and challenging (as well as sometimes more

/'-
lucrative) than broom-making and other workshop activities available if they

quit begging.

Jacobus Tenbtoek, "Sheltered Workshops for the Physically Disabled,"

',Jou 1 of Urban Law: Fall 1966, quoted in Carl Gersuny and Mark Lefton, "Service

and Se tulle in Two Sheltered Workshops," Social Work, July 1970.

4. Gersuny and Lefton, "Service and Servitude."

5.40. Winnie H. Bachmann, "Variables Affecting Postschool Economic Adaptation

of Orthopedically Handicapped and other Impaired Students," Rehabilitation

Literature, April 1972.
6. Robert A. Scott, The Making of Blind Men (New York: Russell Sage

Foundation, 1969).



Sherman believes that the ction fu ction of workshops takes away

from the therapeutic function. He b hat for employees who need a

therapeutic environment, production quotas have an adverse effect, and that

tie emphaSis should be placed instead on the quality of work and of human

relationships.

Some evidence has been reported that the majority of workshop employees

can be prepared for competitive employment,
8

and that there is a tendency

among workshops to hang onto their, more productive employees (presumably

contrary to...the employee's best interests) in order to meet their production

quotas
19

Nevertheless, there appear to be some people who are so severely handicapped,

that terminal workshops are one of the few alternatives to remaining completely

idle. Rusalem
10 reports on a research and demonstration project to develop

special, orkshop programs for multiply handicapped blind people, a group

traditionally thought'to be incapable even-of workshop-type employment.

The project design involved havingthe National Institute for the:Blind (NIB)

set up,a laboratory in which products required for Federal Government contracts

were tested to determine whether they could be produced by the multiply handi-

capped blind. When a production method had been designed successfully, it was

tested by multiply handicapped blind people at any of a number of participating

workshops. Production processes were set up in these workshops with the aid of

specialists from NIB. When the testing went favorably, the product was retained

by the workshop for multiply handicapped blind workers.,,,re than 290 such

7. Anthony Sherman, "Industrial Therapy in the Sheltered Workshops,"

Journal of Rehabilitation, November-December 1969.

8. Greenleigh Associates, Inc., A Study to Develop a Model for Employment

Services for the Handicapped (Chicago: The Associates, 1989).

9. Scott, The Making of Blind Men.

10. Herbert Rusalem, ed., "Rehabilitation Research: A Capsule Research

Review," Rehabilitation Literature, Jar.--:ry 1973.
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o
9

workers achieved employment through this program in the production of 37 new

government-purchase product lines. To quote the author, "This.research demon-

strated that work conditions can be create* that result in successful work

experiences for members of this group. Thus, another myth concerning the

employthent potential of the severely.disabled has been put to the test and

found wanting. It would seem advisable to launch similar studies designed

0
for other severely limited, multiply handicapped target groups..."

"Turnstile" Workshops

Greenleigh Associates
11 found that under increasing economic strain (and

perhapa other pressures as well) many terminal workshops are either changing

into turnstile shops or closing down entirely. They also concluded from

interviews with workshop staff and other rehabilitatiin professionals that

the'great majority of those disabled people who are productive enough to be in

the labor force at all (i.e., including most workshop employees) are capable

of producing at least at minim wage levels and can be prepared for competitive

employment: .They point out t t under present circumstances whether these

workers will actually find competitive employment is another question; depending

on labor market conditio s. Greenleigh Associates concluded that "the major

role of sheltered wor s ops should be work evaluation, training, and work

adjustment in conneckion with training or job experience." They add, "This

does not deny the therapeutic value of work activity centers for those too

handicapped to prepare for productive employment. However, the two functions

01,

are digtinct and serve separate populations; work activity for primarily thera-

peutic purposes is not productive employment and is outside the labor Market as

such."

11. Greenleigh Associates, Inc., A Study to Develop a Model.
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Competitive Workshops

A number of articles report on workshops that pay competitive wages, use

management and production techniques borrowed from competitive industry and

attempt to achieve financial autonomy -(i.e. full-reliance on sales).

TheProject to Determine the Employability,of Epileptica12 study reports

on such a workshop which developed by default,. Originally, the workshop

was intended to be of the turnstile type. However, when it was found to

be impossible to place most of die clients in outside employMent, the compet*tive

workshop idea was developed. The cost Of converting to'a competitive shop,

however, was to terminate workers who were unable to reach competitive levels

of productivity. This seems to be a substantial disadvantage, particularly

with resard to the most severely handicapped.
4

Viscardi
13

and Abilities Inc. of Florida
14

report on two competitive

workshop projects in New York and Florida. Both,projects use advanced in-

dustrial equipment and techniques plus equipment and work"environment modi-

fication to provide competitive Workshop settings for severely disabled workers.
/

EaCh is operated asan industrial plant the Florida prRjeq'tlipecializing in

electronic parts production and printing. The Florida project includes sub-,

stantial training Fs. .ams for disepled workers in various skilled trades,

The great, value of the projects is the way they show disabled workers

how to adjust to jobs from which they are usually excluded and how

to modify equipment to meet: the needs of people with different kinds of dis-

ability.' For example, it was found that a totally blind person could perform

EPI-HAB Phoenix, Inc., Project'to Determine the Employability of
-Epileptics (SRS, DREW, 1971).

13. Henry Viscardi, Jr., "The Adaptability of Disabled Workers," Rehab-
ilitaticin Record, May-June 1961.

14. Abilities Incorporated of Florida, "Employment of the Physically
Disabled in a Competitive Industrial Environment," pamphlet, 1966.

sr
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the role of Parts AsSembler by feeling parts instead of seeing them. .Yet,

in the U.S. Department of Labor publication, Work Transit Requirements for

4,000 Jobaas Defined in the Dictionary of Occupational Titles, vision

listed as one requirement for this job. An example of equipment modification is

the attachment of a simple hand lever to a foot pedal to allow a paraplegic

to operate a drill press. Equipment modifications were made inexpensively

and in such a way that_nondisabled workers can perform many jobs which are

, usually denied them with little or no modifidations of equipment and environ-

ment.

Wages, Financial Structure, and National Planning for U.S. Workshops:

Button
15 reports on a 1967 survey of wage levels in 123 sheltered work-

shops of all kinds in three States: New York, New Jersey, and Pennsylvania.

Mean houtly wages were $0.68 in New York, $0.48 in New Jersey, and $0.55 in

Pennsylvania. In each State, more workshops appeared in the 25-or-less

category than in any other. The average work week was 33 hours. A strong

a
positive correlation was found between the extent to,whi4.a workshop supported

itself through sales of its products or services and the wages it paid.

Workshops with a high proportion of long-tenured employees tended to derive

a.high proportion of their incomes from sales of goods, In general,' employees

Who were blind', had orthopedic disabilities or tuberculosis, were hard of °

hearing (but not deaf), or had cardiovascular problems had high wages (assumed

to correlate with high productivity), while those who were mentally retarded,

emotionally disturbed, or had cerebral palsy had low wages.

15. William H. Button, "Wage Levels in Sheltered Employment," Organization

and Administration of Sheltered Workshops?: Research Report Series No. 1, 1967

f
t
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KimberlyY reports on_a survey of "the financial structure of workshops.

Workshops derive their incomes from their own sales, from charitable

contributions, and from various government sources. Income from business acti-
V

vities accounted for 75 percent of the income for all workshops combined, but the

median workshop income from business activities was only 50 percent. Findings

similar to Button's showed that larger shops derived higher percentages of income

from sales and generally employed cardiacs, orthopedically disabled, blind, and

tuberculars. Smaller shops had lower proportions of income from sales and

typically employed the mentally retarded,, mentally ill, and neurologically impaired.

The National Association of Sheltered 14orkshops17 reports on a study,.

to determine the feasibility of national contract planning for workshops.,

The need for such planning stems from the fact that many workshops can no longer

get enough.contracts to keep their employees busy. (This is in part a result of

increasing automation in competitive plants.) Some workshops reported up to

80 percent nonproductive time. Workshops generally lack staff people'trained in
dtp

contract negotiation and are too small or,improperly equipped to handle contracts,e

they could otherwise secure. In addition, contractinOirms often play one shop

off against another in order to get the lowest prices possible. Nevertheless,

65 percent of businesses surveyed reported that they had some work that workshops

could do. Activities of workshops, in order of frequency among those surveyed

were: assembly work, packaging, mailing, manufacturing, woodworking, sewing,

4 ti

16. John R. Kimberly, Thd.Financia1.8ituation of Sheltered Workshops,
(Ithaca N.Y.: Regional Rehabilitation Resear4 Institute, Cornell University,

17. ,National Workshop Contract Planning (Washington: The National
Association of Sheltered Workshops and Homebound Programs, 1970).

a
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painting, electronics, and furniture repair. Regional central contracting

associations have been set up in a number of areas to help shops in contract

procurement and to enable them to handle contracts that no one shop could

handle alone. The author reports that these organizations have been success-

ful and concludes that a similar effort is needed on the national scale.

Workshop Reform
I

It is obviOus that workshops have filled an important gap in training and

employment services for the most severely handiCapped. As Conley puts it:

The critical question is not whetherwsheltered work is

needed, but whether it should be provided--iu 8sheltered

workshops or in regular employment channels.

The future of such resources is thus a question of whether they should remain

separate or somehow be incorporated into regular business channels.

Expansion of workshop capacity was made possible, in large part,by

facility construction and rovement grants over the last decade.' These

funds were authorized by th4 1965 amendmetits to the Vocational Rehabilitation

Act. However, the general cutback in project grants, especially those for

cam,
o

construction and other capital outlays that occurred in 1970, peaked this

special allocation at $4 million in 1969. Such allocation must now compete

for funds from the State's generic VR grant and general State authority.

° Conley cites three conditions which may be essential for a workshop to

be efficient: a source of profitable work, continuous flow of work, and a variety

of work types.
19 -While prime manufacturing meets criteria 2 and 3, it requires

marketing, high working capital,'and a wide range of skills among workers. To

the extent that sheltered workshops can compete in prime manufacturing, they are

18. Ronald'Conley, The Economics of Mental Retardation (Baltimore: The

,JohnsHopkins University Press, 1973), p. 349.

19. Ibid., p. 340.
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now mostly limited to the labor-intensive areas which have low profitability.
20

4

Contributing to the criticism of inefficiency are (1) poor management,

both of production and business, (2) size too small 'to benefit from scale

economies, :(3) production specialized in a particular disability and thus

limited in the iariety of contracts, and (4) undercapitalization, thus sub

stituting manpower for more productive machinery.
21

Stoikov, after studying 73 workshops in 5 States, concluded that all wprkshops

with under 150 clients in average daily attendance were operating at a

highlyinefficient level.
22 The problem is not just small capacity but under-

utilization of what exists. Button reported a 70 percent utilization rate

nationally;23 a California survey found a 76 percent rate among its workshops.
24

The fact that the California workshops are somewhat larger, on average, than

those in the country as a whole may explain most of the difference. Larger

workshops, or workshops linked in an area management arrangement, are not as

limited by such factors as absenteeism and the limited clientele they can

serve. Both of these factors reduce capacity utilization.

Actually, while capacity management is a basic managerial problem for

sheltered workshops, it may also be a solution to part of the problem of

meeting future resource needs. While critics of workshops cite their

inefficiency, viable alternatives are not readily availabie. No matter

where located, sheltered work will retain its dual purposes, but its primary,

20. Ibid., p. 342.

21. Ibid., pp. 431-42.
22. Ibid., p. 343, citing Vladimir Stoikov,

Sheltered Workshop,Operations," in W.H. Button,

Workshops and the Disadvantaged (Ithaca, N.Y.:
p. 66.

23. W. H. Button, "Sheltered Workshops in the United States," in W. H.

Button, ed., Rehabilitation, Sheltered Workshops.
24. California State Department of Rehabilitation, California State Plan

for Workshops and Rehabilitation Facilities. (Sacramento: Human Relations

Agency, 1971), p. 138.

"Econamica of Scale in
ed., Rehabilitation, Sheltered f

Cornell University Press, 1970),'
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purpose for the client remains training and adjustment to ..York. On-the-job

training in competitive industry is a high risk for the employer undertaking

such sheltered work, even if subsidized. The availability of enough employers

and resources to train the severely handicapped in competitive industry is

also doubtful.

The alternative to sheltered workshops is sheltered work. The subsidy

now going to run an inefficient workshop operation could be used, instead, to

subsidize a specially constructed training unit in competitive industry.

More sheltered employment should'be developed, if only to free more space

in existing workshops for evaluation. Such development also will have impact

on Vocational Rehabilitation. Presently, a VR counselor may use a sheltered'

workshop not only for training, but also as a closure. So long as there are

long-term employment positions available in such facilities, the risk of an

unsuccessful closure is reduced substantially, but so may be the attainment

of full working potential by the'client.

Rural areas and areas of small urban settlements such as Appalachia

transportation services and trainers who are willing to travelodbItNices to

serve scattered populLations. Such areas also face problems infund4 sheltered

workshops and in developing markets for their products-.

A workshop serving a low density population must be more flexible in terms

of the type of client it serves at any time than one in the more urban areas.

Because of the probleMs both in production and market coordination, management

must also be above average in capabilities.

fAll of these factors weigh against successful wo kshops in rural

areas and point out the even greater need to develop alternatives such as

sheltered work in competitive industry and training programs in area businesses.

Actually, job site evaluations in area businesses are considered in many
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instances a more useful means for predicting future success.and maximizing

future job potential. Goodwill of Santa Clara (California> reports "...there

is no sUbstitute for extension of the'assessment process into the actual

industrial situation."
25

It would be nice to say, as Conley does, that workshops do not have to be

used, especially in the increasing numbers experienced over the last decade.
4.N

Unfortunately, the hope for developing work sites in competitive industry

sufficient to cover all the handicapped who should and will be served by the VR.

program overrates the ability of the competitive sector to find places for

the severely disabled now served in workshops. While increased concentration

should be placed on locating places in competitive business, the concurrent

upgrading and expansion of workshops will hav%to occur if there are to be

sufficient work places for the severely handicapped. One objective of thin

expansion would be to provide reasonable pay for the maximum number of

severely handicapped at the minimum possible annual subsidy per worker.

Since many of the severely handicapped have full intellectual ability,

workshops might be neveloped to operateAn such areas as information retrieval,

referral services, and other activities requiring use of computer capability.

One project at the Regional Rehabilitation and Training Center at George

Washington University suggests that with proper training the severely disabled

-
who ?re homebound can be economically productive in computer programming,

microfilming, and computer data processing.

A rough estimate of the public costs of operating a wolicshop in 1966 is

that approximately $2,170 was spent per client successfully placed in competitive

employment and $763 per client who attended daily. The average hourly wage of

workshop clients in 1968 was approximately $0.76 at a time when the minimum

wage was $1.60.

25. Cited by Joelgila4owitzo "Gentral Policy Issues for the Evaluation of

Sheltered Workshops,"WBrking Paper No. 185/RSO 12, Institute of Urban and
Regional Development, University of Calif,. Berkeley, 1972, p. 23.
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Irpating the 1966 figures for the public costs of workshops to 1974,

the cost of creating positions for the 225,000 unemployed severely handicapped

persons, ignoring other services in the noncompetitive labor force reprisented

by workshop employees, would be approximately $1,130 per worker. The costs of

placing those workers in the competitive labor market, assuming such a goal

were feasible, would be $3,213 per worker. These figures should be increased

to cover the additional cost of providing a minimum wage, volunteer time,

a tional supportive services, and unaccounted-for capital costs. In order'

to provide high quality work environments, the public might underwrite they

costs of increasing the capitalization of workshops. u.

For purposes of comparison with the estimatelof $1,130 subsidy per work-

shop worker, the cost of on-the-job training and institutional programs funded

under the Manpower Training and Development Act was $1,000 and $900 respectively

per client in 1971, showing that the differences in supporting severely disabled

llworkers are excessively more expensive than programs for the nondisabled.

NEED FOR ADDITIONAL FACILITIES AND OPERATING SUPPORT

The Rehabilitation Act of 1973 authorizes several resources for rehabili-

tation facilities. Among these are-provi4on of grants and contracts: to

assist in the construction and initial staffing of rehabilitation facilities;

to improve their professional services and business management practices; to

provide trsining'services to prepare clienv for gainful employment; and for //

technical assistance and consultation. In addition, the Act proVides for a

mortgage insurance program. While most of the required authority exists in

the Act to aid rehabilitation facilities in achieving their full potential

in serving all the severely disabled people who need their services,. the funds

appropriated to implement these provisions of the Act are limited. For example,
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funds'for construction over the past 10 years have averaged $2.5 million per

year. The Rehabilitation Services Administration conducted a national survey

as to the needs for-new and improved rehabilitation facilities through

June 30, 1975. Its findings were:

1,829 new rehabilitation facilities, including 584 sheltered work-
shops immediately needed nationally.

$282,000,000 required for their construction and initial staffing.

1,130 existing facilities of the 2,656 studied with known improvement
needs.

$41,000;000 required for their improvement.

In the survey of providers of rehabilitation services conducted for this

study, respondents were asked to identify impediments to the State VR agencies

in serving the most severely handicapped people in their respective States.

Seventy-seven percent identified insufficient funds for the purchase of rehabi-

litation services; 77 percent, insufficient funding of rehabilitation centers

and workshops through the State-Federal Vocational Rehabilitation program;

68 percent, insufficient number of rehabilitation facilities and workshops; and

69 percent, Insufficient number of rehabilitation u its within general hospitals,

chronic disease hospitals and centers, and ling -te care facilities.

Many other individuals and organizations feel that increased numbers of

rehabilitation facilities and added support to these facilities are essential

to the provision of service to all of the severely handicapped people in the

Nation who could be rehabilitated vocationally. Should there be a State-Federal

. /
'progriam of 'rehabilitation for self-care, the rehabilitation facility need

will become even more pressing and urgent than it is at present.

0
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Specific recommendations have been made by various people and organiza-

tions with r spect to added support to workshop to enable these facilities

SI:-

,

to fully s e the severely disabled people in our population. Secretary of

Labor Wirtz in the 1967 Sheltered Workshop Report from the Departmeltsof

Labor to the Congress rec d:

77 wage supplements for eligible clients

- - additional financial support for the workshop for training, including

material, equipment, and supervision

- - opening of new markets for products of workshops

additional financial support to enable workshops to modernize facilities

and methods consistent with the needs of the clients

-- a technical assistance program to the workshop, including management

assistance, and

- - new out-placement services for workshop clients

Wirtz added:

We must at the onset face up to the fact that the achievement of a full

minimum wage for handicapped clients of sheltered workshops will require

outside financial support. This will mean a basic shift away from

basing wages on what the handicapped worker can 'produce.'

A wage supplement granted to handicapped clients could be fashioned so

as to insure that the incentive to work and produce is increased. The

pattern of wage payments could be established in a manner best designed

to enhance the work incentives and human dignity of the sheltered work-

shop system...

In addition, consideration shoug.d be given to legislation providing for

unemployment compensatiolkSocial Security, and health insurance coverage for

all employees in all sheltered workshops, as well as inclusion of workshops

within the National Labor Relations Act. Finally, there is need to consider

amending the Social Security Act so that Disability Insurance and Supplemental

Security Income payments (16 not affected by earnings in sheltered workshops
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or in competitive employment until earnings exceed a level that proides.an

incentive for rehabilitation. Of equal importance is continuation of health

coverage4under Medicare or Medicaid for the beneficiary who is rehabilitated

until such time as adequate health coverage under-another program is provided.

9
p.
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Chapter 23

TECHNOLOGY

The current state of knowledge about the rehabilitation of the severely

handicapped is closely related to the status of the technological advances

in service modalities and in methods of utilization. Major breakthroughs in

medical and biomedical resiarch.can have widespread implicationEf for the severely

handicapped. For example, the discovery of the Salk vaccine has profoundly

reduced the number of persons with disabilities resulting from polite. If

a means for spinal cord regeneration or reduction of certain physiological

causes of retardation were found, the nature of the"severely handi)apped popu-

lativn would drastically change.

Developments which would reduce the incidence of severe handicaps were,

we felt, outside the areas of investigation in this study, although their contri-

butions ire obviously of major importance. In this study, we will restrict

our discussion to the hard technology which directly affects rehabilitation.

Breakthroughs in technology have major payoffs in'changing the nature of who

is disabled, how severely people are handicapped by their disability, and in

major social problems.

The condept of "hard" technology relates to biomedical or rehabilitation

engineering, which develops devices for use by the disabled that assist in some

area of their functional limitations. These include.prosthetics and orthotics,

wheelchairs, traffic lights with buzzers, and the like.

The basic problem addressed by hard technology ita the fact that the impaired

organism has suffered loss of function. Nerves, muscles or bones do not work

properly, and breakdown in one may cause problems in another. When the spinal

_cord in injured and legs do not function, the individual is limited to sitting

or lying down, which may result in pressure sores. Because of injured nerves,

however, the pL eon cannot feel the pressure. How doeo.one compensate for
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lack of sensation? How does one know when to shift position? The tecbtiological

problem is how to bypass damaged nerves to create sensation that permits some

semblance of the usual function. Other disabling conditions pose other technolo-

gical problems. For example, what sort of joints and sockets are best for

a shattered lee Hor can ti,person with cerebral palsy communicate with those

around hii?

We are far from having such desirable develoOments as replacement nerves or

spinal cords. A recent development, however, is a small, portable kidney dialysis

machine that could be used more frequently and thus tire the patient less than

going to the standard clinic installation. Improved wheelchairs and various types

of canes are now in existence or well along in the development state.

In the pages to follow, we draw heavily on documents of the Rehabilita-

tion Services Administration (RSA), the National Academy of Sciences ),

and related sources to try toigive a flavor of the developments in the field of

rehabilitation engineering.
1 We conclude with a critique of the field from

the consumer and marketing perspectives.

REHABILITATION ENGINEERING

Rapid technological development in the United States during the past 30

years, coupled with rehabilitation research, evaluation, training, and ser-

vice programs, has made technology available to assist the severely disabled

in the rehabilitation process. Technological'devices for physical restore-

tion can be considered as a core area in the rehabilitation process because

they give the patient the ability to perform specific tasks related to rehabi-

litation.

1. The RSA 1975 Research Development Plan has state-of-the-art
reviews which should be, source documents for many interested An rehabilita-

tion, in addition to those specifically mentioned in the section on Rehabili-

tation Engineering.
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The field of Rehabilitation Engineering coordinate, various, c.or.epts,

techniques, and developments in engineering technology, ,.stemsir.!:crmation,

medical and rehabilitation practice, and information regarding disease or handi-

cap to assist the severely disabled person in the rehabilitation process. It

is designed to help the disabled individual to be as independent as possible

and to utilize his, physical and mental functional capacities in adjusting tc

environmental conditions and to work activities. It is also designed to encour-

age necessary alterations, to the environment so that the goals of the individual

may be accomplished. Certain engineering techniques have been used for a long

time -- artificial limbs, for example--but the concept of total patient care

has only recently been directed to many groups of disabled persons, including

the spinal cord disabled, amputees, the deaf the blind, and the neurologically

handicapped.

In fiscal year 1972, the Social and Rehabilitation Service undertook a

major commitment to a new program designed to combine the efforts of medi-

cine, engineering, and related sciences to Etprove the vocational and self-

care goals of severely handicapped persons. The following specific areas of

interest were designated for, work by the Biomedical Engineering Program of

the National .Institutes of Health and by the Rehabilita ion Engineering Program

of tle Rehabilitation Services Administration.

Rehabilitation Services Adminiatration

1. Artificial limbs - both internal and external prosthetic replacements.

2. Ortgopedic braces -.both internal and external orthopedic aosistive

systems.
* i/

3. Amputation and reconstructive surgery.

4. Mobility aids for orthopedically disabled persons - wheelchairs, auto-

'motive systems, etc.
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5., -Mobility and communication aids for the blind ald deaf.

6. -Architectural barriers for the severely disabled.,

7. Fundamental studies directly goal-oriented to rehabilitation in the

above areas.

National Institutes of Health

1. Life-saving'devices--artificia1jhearts, renal dialysis machines, heart

lung machines, etc.

2. Facility engineering - automated hoppitals and patient monitoring

equipment. 9

3. Surgical and medical instrumentation.

11

4. Implantation materials for vessel and organcaynthetit grafts, cover-

ings for electrode implants.,

In
&
the past similar working arrangements have been set up with the

National Science Foundation and its Research Applied to National Needs (RANN)

program, as well as,with the Depirtment of Transportation and the Department

of °using and, Jrban Development.

National System( of Rehabilitation Engineering Research Centers

In 1971, the Rehabilitation Services Administration, foils:Wing the

')

advice of Ile National Academy of. Sciences,- began the expanded program of

Rehabilitation Engineering. The plan developed by the NAS.calls for contin-

p
uationsof,the ' oject research grant program. In addition, it recognizes that

1!

.

certain 'school -of medicine and engineering, through their active rehabilitation

service, research, and training programs, have demonstrated their capability in

the area of Rehabilitation Engineering over the years. NAS,recommended that

2. In the publication entitled, "Rehabilitation Engineering - A Plan for
Continued Progresd," ih Research and Demonstration Strategy, FY 1975, Office .

of the Sec'retary pi,Human Developmeht, RSA. DREW, pp. 37-137.:
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these institutions -be utilized to form a, National System pf Rehabilitation

Engineering Resear Centers, which would receive prograr:aatic funding as

a means" of accele sting research progress and reducing t"-,e time between concep-

tion and practical application. This recommendation was adopted, and the first
.

Irabilitation Engineering Centers were funded in fiscal year 1972.

7.1,9._need for the application of sound engineering principles to solve

the pressing demands of votAtional rehabilitation has been stressed by many

experts. Use of,engineering techniques to help,the severely handicapped empha-

sizes the peed for an approach to rehabilitation that strives to match the

job to.the capabilities of the worker, rather than the more 'traditional practice

of making the worker fit the job requirements.

Centre Industries in Sydney, Australia-is'showing what cantle accomplished

by using this approach to meet the employment needs of the cerebral palsied.

Through rehabilitation engineering, Centre Industries has been successful in

employing over 200 'severely physically disabled cerebral palsied workers in

jobs normally considered "unsuitable" for perns with this disorder. This

has been accomplished in part \by intensive job training, in part by application

a

of time-motion study techniques, using the Modular Arrangements-of Predetermined

Time/Standards system (MODAPTS), to evaluate the capacities of their cerebral

palsied employees, and in part by modifying hardware and methods to accommodate

the remaining capacities of these individuals.

This country, however, still relies primarily on the sheltered workshop

and token jobs or custodial institutionalization for the sevireiy physically

T handicapped. While the sheltered-workshop and the institution have served

,,and are serving a valuable purpose, we may be overlooking the potential of

those'theyserve to perform meaningful job's that are productive for society
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and for the workers themselves. The overriding goal is to increase personal

and economic independence of the handicapped, while decreasingtheir reliazlce

on support from society. The Australian eXperience proves that this can he

done, and moral and humanitarian as well as economic considerations demand

that it must, if possible, be done.

The major goal of a new American project is to develop comprehensive

competitive employment rehabilitation services for the cerebral palsied through

a systematic series of phases:

1. To instruct physically handicapped individuals of varying degrees of
severitor in all aspects of competitive work through both job training
and acqUisition of other skills necessary to sustain them within the
'community.

2. To implement modifications of job hardware and methods to alert the
physically handicapped person about his remaining capacities to per-

form a job..

3. To develop a-placement program whereby. a handicapped worker can be
effectively and suitably placed in a job appropriately modified for

hiM.

The grantee, United Ctebral Palsy of Kansas, is piesently engaged in the de-
-,

sign phase, to establish ' the data base needed to develop methods, materials and

hardware critical to the employment of the cerebral palsied. The resultant

data base will include: a client classification system with respect to remaining (

capacities; a hardware data base including a critical review of client appliances
o

and of industrial modifications; a selection Of possible job targets; a deter-

mlnation of nonhardware methods related to these job targets; a job matching

syot

r
; and benefit-cost decisions. These accomplishments will provide a data

base for the second, or research and development phase.

The researchiand development, phase will involve using the ob matchi

system to develop hardware for cliehts, mechanical hardware, a ethod odi-

ficattOns. The procedures to be utilized deal priagrtly ',lth the application
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of classical industrial engineering principles in'cOnjunctiowith human Um-
,-

tors precepts to provide employment opportunities for the cerebral palsied.

Specifically,, the manual' skills necessary to perform a broad range of indus-

trial jobs will'be analyzed and classified. Included in the study will be

an analysts of the forces and displacements of standard machine tools found

throughout American industry. After collection of this data, methods engi-

neering pri4iples will be utilized to modify existing jobs so as to allow

performance by the. cerebral palsied.

Upon completion of the laboratory phase of the research, clients will

be placed on the job in Wichita industry to validate the laboratory results.

It is anticipated that this 'reallife" exposure will indicate any errors in

methods analysis and client training not determined, by the experimental pro-

cess.

Results of this study should have broader implications to the engineering

methods and principles which might be applied toward the vocational rehabili-

tation of persons with many other severely handicapping conditions.

Technological Systems for Persons with High-Level Spinal Cord Injuries--

An.increasing number of high-level spinal cord patients desperately need assis-

tive systems to make their lives a little less difficult. The Northwestern

Rehabilitation Institute Lis tackling this problem.

The objective is to develop the assistive systems in three stages: (1)

callsystemsorsignalsystems;(2).coMfort systems; and (3) interactive systems.

Since these assistive systems are to be used during several phases of care,

and eventually taken home with the patient, they must be designed so that they

?

are, readily adaptible to different enviropmals.

Call systems have been winnowed to the point where only two types are

presently being used and'improved. These are the "sip and blow" system for
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the patient having almost no motor ability, and the "toczh" switch for patients

having some residual control of arm movement.

A completely solid-state "comfort and commun cation" system, developed-

for the patient who needs control of the environment about him, has eight

channels designed for call', television, telephone, radio, rods lights, bed

control, tape recorder, and page turning. By "puffing" the category is

selected. "Sipping" activates the device.

Rather than piecemeal expansion of such .a system to handle a few more

functions, it seems appropriate to jump to a minicomputer system. In this

way it seems conceivable to build an interactive device which would make

possible many more activities, including employment.

PROSTHETICS AND ORTHOTICS

Pizosthetics refers to replacement of body parts by artificial items- -

plastic legs, artificial hands and the like.

Orthotics corrects defects of the skeletal system through surgical cor-

rection or insertion--such as shin or skull plates or braces.

The most diffrcult'problem has been the clinician's inability to know

the magnitude of force safely tolerated in both hard (bone and cartilage),

and soft (skin and muscle) tissue. External pressure alters the metabolic

and enhances the catabolic process in soft tissue. Disruption results in

blisters, reduction of blood flog, or bruises. Recent advances in measurement.

techniques With force and pressure transducers, coupled with very sophisticated

computer technology, offer an approach to solving these problems. Force ant

pressure measurements will be used to redesign the devices, both internal and

external, in order to provide more efricient and effective rehabilitation of

orthopedidally disabled patients,
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Patients with peripheral neuropathy, burns, paraplegia, and other conditions

share the problem of tissue breakdown due to excessive pressure. By measuring

tissue impedance it may be possible to predict potential breakdown. Devices

IL
now available to measure differential temperatures lack sensitivity and are

difficult to interpret, expensive, and require excessive maintenance. Persons

in the field hope to develop a device which will enable a clinician or patient

to readily determine tissue changes with minimal equipment, thereby allowing

prompt remedial action to the area immediately surrounding the affected spots.,

Lower -Limb Prosthetics--Of all the areas covered by rehabilitation engineering;

lower-limb prosthetics is probably the most advanced. Great progress has been

made, especially in design and fitting of sockets and alignment of prostheses

for all levels of lower-limb amputation; the design and development of more

functional components such as hydraulic knee units; in emphasis on better sur-

gery; and in perfection of immediate postsurgical and early-fitting techniques.

Lower-Limb Orthotics--Emphasis has been given to the development of devices

and techniques that provide substitutes for lost functions but do not restrict

residual functions.

Upper-Extremity Prosthetics and Orthotics -- During the early days of the pros-

thetics program, a good deal of emphasis wasiplaced on problems of the upper-

limb amputee, and after significant improvements during the first 8 to 10

years, a plateau was reached. Since then, the major effort has been devoted to

the, application of external power. A review of clinical practice today indi-

. cates that: (1) a preponderant majority of upper-extremity amputees are being

fitted much as they have been for the ladt 15 to 18 years;,(2) innovation has

been noted in the amall'but contihually' increasing applications of immediate

postsurgical fitting techniques and-in the use of diiect-forming techniques

in Botket fabrication; (3) small quantiti-o of externally powered componentle

568



552

have been introduced randomly into clinic practice, mainly through the efforts

of the VA; and (4) the potential value'of recent developments in external power

has heightened the interest of clinicians and patients in upper-extremity fitting.

Control for Externally Powered Systems--There are now enough hardware designs

available for fitting various types of upper-limb amputees. It is generally

conceded that the advantages of external' power, such as lower energy require-

ments, are mostly outweighed by its disadvantages--lack of feedback signals

for control, high maintenance requirements, and high initial costs. Neverthe-

less, there are a number of devices and systems that should be evaluated clini-

cally.

The development of devices and techniques to provide function to pare-

lyzed upper limbs i a formidable problem because the human hand and arm to-

gether form a most'complex system. During the past 15 years considerable

effort has been devoted to the development of orthoses for the frail arm, but

no one, including the developers, is satisfied with the progtess made.'Some

highly motivated patients'have benefitted from this work, but overall re-

sults have been discouraging. A number of patients seem to benefit from the

devices but fail to use them soon after they leave the hospital. Yet, With

the advances in acute medical care, the incidence of persons with frail upper

extremities, especially quadriplegics, is increasing.'

Needs for Prosthetics and Orthotics

RSA estimates that of the 3,681,000 persons who require ortehotic and/or

prosthetic devices, 92 percent require orthotic management. Moreover, 47 percent

of the total need orthotic devices of the lower limbs. In spite of the fact that

%the number of persons who require orthotics is ten times greater than the number

who require prosthetics, the state-of-the-art in orthotics is.relatively poor.

569



553

Need for Practitioners

At present, anyone who needs prosthetic service can be provided with it.

This statement sounds encouraging but is misleading. Most patients must wait

from 6 weeks to 3 months for a prosthesis, and then travel over 100 miles for

adjustments, repairs, or other service. Service is available, but, except

for a few large metropolitan areas, it is marginal. RSA estimates that there

are about 300,000 amputated patients, compared to 630 certified prosthetists,

or a ration of about 500 to 1. The number having artificial limbs is estimated

to be 203,000, or a ratio of about 300 to 1.

As noted above, many more patients require orthotic aids than prosthetic

services. The rule-of-thumb ratio of 10 orthotic patients to each prosthetic

patient appears to be a valid figure for this country and correlates'with the

figures from Great Britain. This ratio yields about 3 million orthotics patients

in the United States, or about 15 patients per 1,000 population. However, the

majority of orthotics patients have a temporary disability, whereas prosthetic

patients have a permanent disabiliiY.
1

Services in orthotics are obviously and seriously lacking. Physicians

',often atk available services and must use a less" preferable treatment. Patients'

are often in hospitals for unnecessary days or weeks because they cannot be

discharged safely without an orthosis. The American Board for Certification

reports.that in 1973 there were 515 certified orthotists and 235 certified

prosthetists/orthotists in good standing, giving a total of 750 orthotists.

The ratio of potential orthotics Patients to certified orthotists is 4,000
C

i

to 1, but the ratio of the number of orthOses actually provided to the number

of certified orthotists is about 1,500 to 1:

Obviously the manpower shortage in both prosthetics and orthotics must be

remedied if we are to. come anywhere near w_eting estimated needs.
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Neuromuscular Control, Functional Electrical Stimulation

Functional Neuromuscular Stimulation--Electrical stimulation to modify

functional behavior has recently received considerable attention by teams

of engineers, biologists, and clinicians. Recent investigations indicate

IF
the potential use for the amelioration of pain, control of upper extremity

movement, veduction of spasticity, etc. Development of new theory in the

construction of mechanisms of pain has led to the development of implantable

stimulators which ameliorate chronic incapacitating pain. If these reports

are substantiated, a useful alternative to established surgical procedures

would be available.

Various stimulating systems (e.g., the functional electrical peroneal

brace) to control the foot of a semi-paralyzed patient are undergoing eval-

uation at a number of rehabilitation settings. Functional electrical stimu-

lation of appropriate nerves to regulate posture and movement also appears

to be an acceptable form of therapy for certain categories of patients with

damage to the nerves which control walking.

The ultimate goal seen for functional electrical stimulation is func-

tional bypass of damaged nerves with electrical devices which produce motor

and sensory activities which approximate near norulal function. Although

considerable work is being directed toward application of electrical stimu-

Latina of paralyzed muscle, basic knowledge is still lacking on the reactions

of tissue.snd materials to stimulation over a long period of time.

Electrical Block--Spasticity, one of the most debilitating features of

spinal cord injury, places severe limitation on the functional use of the limb

and contributes to frozen and, painful joints. 'Surgical procedures to correct.

this problem have destructive and irreversible effects. The possibility Wats
9

for blocking a nerve with electrical current which can be maintained for an
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extended period followed by immediate recovery upon cessation of the blocking

Electrical Stimulation--When the phrenic nerve is inoperative above

the third cervical vertibrae because of spinal cord injury, breathing has to

be supported by respirator. An implant for electrostimulation of the phrenic

nerve is being tested by Yale University.

In spite of the long and complex history of the use of electrical stimu-

lation, until recently there has been little well-documented research and

knowledge available. In addition, the publications which have discussed the

subj2ct suggest that there is little evidence that the technique has been widely

accepted in daily clinical Wrk, although it is used in some rehabilitation

centers. Its use has been pgrticularly limited in the cases of upper-motor

neuron disease. It is not known whether the low utilization of this method

is due. to imperfect technology, inadequate methods of application, or poor

understanding of underlying mechanisms. All reports support the further inves-

tigation of electrical- stimulation.

Electrical stimulation can be used by a significant proportion of the

stroke population and those with spinal and brain injury. It is also useful

in multichannel stimulation for gait control and knee joint activity, feedback

control systems and spasticity control. It is less cumbersome than other devices,

such as the foot-ankle brace, and provides therapeutic benefits by its ability

to substitute an electrical signal for one previously Sent by the brain. Actual

muscle response is thus more comparable to normal physiological response.

Moreover, it presents neu possibilities for rehabilitation. This method could

improve the chances of calking for those individuals,who would normally be

considered wheelchair candidates.
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Mechanical Devices for Mobility

The manually operated wheelchair has been of great help to many handi-

capped persons, but there are many limitations to its use., Desigil changes

could make the wheelchair useful to a wider range of disability groups. In this

direction, the development of electric wheelchairs and other automotive devices

as mobility aids have been significant breakthroughs.

4
Disabled individuals, especially quadriplegics, often need the help of

an attendant to perform many activities. The manual wheelchair relieves the

attendant of part of the physical burden required for moving an individual.

But a true mobility aid or the quadriplegic, such as an electric wheelchair,

0

permits substantial mobility, independent of an attendant, as long as some

capacity for movement remains. One of the aids which does not require limb

movement consists of a "transponder system which telemeters relative changes

in the positJ.on of the jaws and uses these to derive control variables for the

operation of a motorized wheelchair." The switches are housed in the mouth

and the processing circuit may be worn on the person or indtalled in the wheel-

chair. The device conserves the user's energy and isnearly invisible.

Due to the physical strength and stamina requirements on the user, manual

wheelchairs are commonly used for travelling only very short distances unless

puohed by an attendant. Power wheelchairs, on the other hand, are often used

C

for travel of up to several miles (a battery charge will last four to five

miles). Only 8.3 percent of the wheelchair population now use power wheelchairs,

but the proportict has been increasing as individuals,in manual wheelchairs

and other disaKad persons discovered the convenience of power chairs and as

the environment becomes more accessible (the need for ramps and curb cuts is

more acute for those with power wheelchairs, since they require grater strength

to lift).
o
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Many individuals who previously used walkers, leg braces, etc., have switched

toy wheelchairs because they are less physically demanding. In general, however,

the wheelchair has not made a totally successful transition from an indoor

to an outdoor vehicle. Environmental barriers to wheelchair use whijch impede

mobility abound. With the power chair, mechanical failures and the resultant
A

immobility while waiting for repairs are -commonplace.' Exposure to the weather

4
is also a continual problem for the user of any chair.

Recent research efforts have included attempts to develop a curb-climb-

ing wheelchair and one that can be lifted into the driving position in an

automobile. A wheelchair with curb-climbing capability would reduce the

barrier poseby curbs and would improve accessibility to many unramped

buildings, particularly if it had stair- climbing ability. However, the re-

search results to date have not been promising. The results on wheelchair-

automobile compatibility have been more promising, but prototype cost has

been quite high.

Wheelchair Modifications--Because. development of advanced wheelchair

designs is in an early stage, reliable cost data d not exist. However, the

development of one prototype in California indicates that curb-climbing ca-
.

pability would add abort $2,000 tp the typical $500'cost of a manual wheel-

chair. With the limited data available, it is impossible to deteirmine aow

man) individuals would benefit from such a wheelchair.

Automobile Modifications--As techn)L ogy improves, modified automobiles

and vans are becoming more common means of intermediate and long-distance

travel for the handicapped. In areas where public transportation is inac-

cessible or non-existent, a personal vehicle is often the only means of

transportation for those who have some upper body control and can transfer

from a wheelchair. The usual modification is the installation of hand controls.
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Those persons confined to wheelchairs are nob, limited to_modified vans since,

as noted, an futomobile cannot be driven from a wheelchalr. However, wheelchaf_r4'

technology is progressing to the point where this may soon be possible. The

usual modifications to a van include a power lift, automatic door opener, hand

controls, electric wheelchair tiedowns, floor and roof modifications, and a

dual battery system.

For the handicapped who are confined to wheelchairs and unable to drive,

an attendant operated van can be modified for wheelchair use by installing

a power lift and mechanical wheelchair tie-downs, and making minor floor and

roof modifications.
SO'

Due to the high cost of automobiles and vans, attempts have bee4n made to

develop smaller vehicles which retain the advantages of the larger vehicles.

Thus far, these attempts have not been very successful. An automobile can be

modified by installing hand controls at a cost of between $190 and $275. In-

stalling a power door, a power lift and hand controls in a van costs approxi-

mately $2,800. For those individuals confined to a wheelchair who have limited

upper body control, a van can be modi d for $4,300 to $6,300, depending on

the extent of upper body control.

For those unable to rice at all, and who have non-collapsible wheelchairs

which are not easily lifted, such as power wheelchairs, or who are unable to

leave their manual wheelchairs, an attendant-operated van can be modified to

handle persons in wheelchairs for approximately $900.

SENSORY AIDS FOR THE' BLIND, DEAF, AND HARD OF HEARING

The Rehabili'tation Services Administration Research'ond Demonstration

Strategy for 1975 noted that much of the literature on sensory aids shows

that technology input to this area will be mostly "in improvements of en-.

Vironment sensing systems using ambient-6r emitted sonic or electromagnetic
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energy As the carriers of information about the surround:_ngs
tt and to some

,
degree in advandes in long-cane design and practice.

3
I- the case the deaf,

aids for speech training appear to be the most promising for the immediate

future. The study of the Subcommittee on Sensory Aids concluded that because

few6demographic studies exist "to define and categorize sensory aid needs and

to establish priorities for research on devices and systems to meet these needs,

greater effort should be placed in ,assembling this kind of informatiori"4 More- /

over, the report offered the following' assessment of the field:

Many sensory aids are ingeniously designed and earnestly applied

but practical long-term utility is extremely limited. The primary

reasons are that most designs. are ad hoc, many perceptual require-

ments unknown and effective training and evaluation techniques are

embryonic. Teachers and therapists working with the deaf frAcimently

are not convinced of the value of devices, even when available and

thus have not supported their use. Furthermore, we have only a

rucymentiory knowledge of the basic process of speech and language,

and understanding of what is truly essential for effective communi-
i

catImon is still lacking, 5/

This area of rehabilitation engli4eering will for purposes of presentation
a

be subdivided into (1) sensory aids and (2),biofeedback. There will first be

an overview of the rehabilitation engineering research centers dichotomized

in the same way.

Overview of Sensory Aids

Sensory aids comprise devices aimed at helping people with sensoty dys-

function(s) overcome the disabilities which usually ensue. Important also are

practices, not always involving devices, which have the same aim. Aids for

any of man's senses properly could be treated in an analysis of sensory aids.

The'areas of concern here are principally with aids for the blind (including

the totally blind and the larger population having some vision)'the deaf and

hard-of-hearing, and the deaf-blind.

Zr`

3. R &'D Strategy, p. 383.
4. Ibid., pi 7.
5. Ibid., p. 7.
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The Federal GoVernmentihas been supporting research on aids for the blind

st_leWersince-1944_,_mhem_t e Office of Scientif c Research and Development
o

:14 - :1: :411 e I

V

ee on Sensory
. .

' Devices of the Rational Researev Council. A convenlenegnide_to this early

work, including citations to published results, can be found on pages 49-58 of

the'1964 American Association of Workers for thd Blind Annual, "Blindness."

The following are areas of sensory aid research:

1., Mobility Aids.

Technology probSbly will contribute relatively little in fuither develop-:

, menes of sighted guide techniques and.dog guidemethod4 somewhat more in ad-
_j

vent s in long -cane design and practice, and most in improvements of environ

.menu sensing systems using ambient'or emitted sonic or electromagnetic energy,

as he carriers of information about the surroundings. Quite creditable at-
0

i tempts have been made to assess needs in this field and to recommend what

should be done. Some current electronic mobility aids Ipnclude:,.

Binaural Sensory`Aid--ihis device, known also as the Kay Spectacles dr

Ultrasonic-Glasses, has been produced in a pilot run in New Zealand. This

-4-

device emits a sonar-like sound when objects 1g in the range of impulse.

The sound warns the user. The first device proved sufficiently promising to

lead to a production run of an improved version is the Mark I Binaural Sensory

Aid.

0/4Laser Typhlocane--Models of this device have been ubjected to evaluation" -

ti

ts

coordinated by an Advitiory Panel to the 'subcommittee on Sensory Aids, Codmitte

. On-Prosthetics R&D. Production l'or general aistribution began in 1974. The

Nip '
priceis $1,500-$2,000, which is roughly half the cog fca guide dog.

Night Viewing Goggles--Preliminary work has indicated that small, handheld

light-amplification viewers, developed to .id military men in low-light-level

(.1
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A

environmet, might be useful to pome persons restr,icrted 'in mobility by "night'

- - b-lindness."

I.

2. Devicesfor Independent-Reading_nfInk

For those wiesome useful vision, optical aide an closed circuit telee

vision (CCTV) magnification systems are currently being used with considerable

success. A common body of knowledge in the CCTV magnifica ion field is no

now widely available. Informaion n specifications for buck devices, select

tion criteria for clients, etiologies of visUally impaired persons helped by

the CCTV,aining requirements and metfiods, gains achievable, and problems

of production, distribution, tiaintenance, and deterioration (both of the devices

and clients' vision), all need documentation.

For those. withou sufficieit---Useful vision to permit using the eyes for

reading inkprint there a A : number of otr possibilities. The Optacon, a

tactile-outpUt device and the Stereoton an audible-Output unit, are

available. Continued deployment of ttipse devides to appropriate-members of
p 1

the blind community, compilation of the experience resulting from the trials

and evaluations, productioh of improved versions and follow-on later-generation
. .

devices are encouraged. It is expected that several reading machines will

0

be requiied to'satisfy thevaried needs of different blind individuals.

3. Vision Prostheses, Two classes .of devices are eviden here: diret
4/.

electrical stimulation Of the-visual cortei)which produces im40e patterns and

exteral skin stimula4on is whiC-h stimuli suggest visual phenomena from a

' tactile input. Work .htl been in progfess for several years In both areas.with

--,e'e'. .' I

slow but steady acquisition of information, refinement of o ectives, and in-
1

.,

S'

.

, .

creases in appreciation4of the considerable difficulties wi0 both methods.

It appears liktly t at sqthe form,p1, visual prosthesis will';be achieved eventually.
o

by Aese or similar, etho0."

1
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ity prostheses and orthoset And to the interpretation of input for'devAces
t
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A much more complex report on state of the art ,in'sensory aids is the

Report of the Sixth Meefingif the Subcommittee on SensoryAids:\syailable .

from the Committee on Prosthetics Research and Development of the National

Academy of Sciences.

BiCKEEDBACK
I

Research attention is this area. is on the human central and peripheral

nervous sysftm as the innate source of control, and on information feedback to

and from the extremities and/or the sensory systems. The goal is to define

,,

nand
realizft control concepts and feedback systems.which will permit future

o .
. t .

1
4
hardware to function as augmentations of the human akstem.

i

This approach is:

also directed toward gaining inform ion from the parts of the body which still )

have some functional-capacity in o *der to improve body diagnostic capability

and .therapy.
r

Biofeedback will provide to the human being information on the interaction

between the prosthesis,and the environment--essential to the operation of extrem-

which substitute for sight and heating.
e

Sensory feedback is also mandatory to, the safety and loAg-term. well-being

of patients, particularly paralyzed persons with either natural or machine -

supplemented motor control, who suffer,the,loss df sensory feedback as a

resat of spinal cord injury, hemiplegia, or other causes. Such patients can

inadvertently overload their skin,auscles, tendons, and/or skeleton. Further-

more, they cannot detect the presence of hazardous heat, cold, or other po-

tentially injurious environments such as sharp edges. Eyen the frames of an

orthosis can abz'ade their skin and lead to ulcers in the absence 'Of any sensory

awarenese on the part of the patient.
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The effectiveness of 'any man-machine; system depends upon elpsory feed:elk

to the person. In addition to the feedbabk providedby normal vision'and hearing,

biofeedback systems an augment the sensations from muscles, ligaments,', and

joints near the amputation or paralysis site. In a 11Mb prosthesis, for examplei

related muscles can provide feedback from the prosthesis.
0 0 % .

0 For the deaf infant, electrical or mechanical-atimulation can direct atten-

tion.to otherwise unsensed sounds, and provide cues to speech. In all cases,

the usefulness of a biofeedback system and its acceptance by the disabled depends
0

upon the speed and accuracy with which information can be perceived, the relevance

of the, mode of presentation to the individuai,.his ability to acquire or learn

the use of the system, and the effects of stress or distraction,

Research Projects: Biofeedback

Limb Load Monitor (LLM) - -The xehabilitation prdceds for-persons with
.

,
__

. ._.

.
. ,

.neurosensory disorders (amputationa, orthopedic problems such as fractures gild

total hip joint replacements, and hemiplegia or spinal cord ,injuries), often in-

cludes retraining in ambulation and sometimes in the propeilweight loading

of the affected limb(s). Weight bearing may be prohibited to avoicCdamaging

sensitive tissue. the limb Load monitor (LLM) consists of, a force sensor (trans-

,'

ducet) fabricated as an insert to a shoe, and an auditory unit ,worn on a belt,

connected to each.other by a coaxial cable. When the proper amount af weight

I

is borne on the extremity a tone occults with desired pressure preset by the

. physiciad.

Step Control Monitor--Problems of ambulation are manifested in such

abnormalities' as uneven .step length and uneven timing, resulting in an aaym-
,

metrical gait pattern. 90A step length monitoring device, designed to asure

and display tothe patient information regarding the symmetry of gait while

Ilk
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°walking, consists of two sensor elements strapped just above each ankle.

The distance between the sensors is measured by transmitting a short butst,

of ultrasonic energy from one sensor to another andmeasuring the elapsed

time. The time element contsolsthe'pitch of an Audible signal emittedAfrom

a loud speaker in a control box worn by the patient and powered batteries.

The audible tone increases fram*low pitch, at the point of smallest ankle

. . ,

separation, 'to a high pitch at maximum separation. The distance range is

., ,

2 to 24 inches. The...effect of both asymmetrical step length and cadence ob-

viously gives patient and therapist a constspt immediate feedback of gait

performance and allows the patient to practice impiovement of. his gait indepen-

dently. .Constant'torrect performance should reinforce the patient's learning

and thus shorten time of rehabilitition.

Knee Position Monitor--Patients with neurosenpofY disorders as well as those.

with-arthritis often experience difficulty,ie,controltlmg the knee both duriAg the .'

,,swing and stance patterns of am4ulatinn. The knee position monitor, under develop-
.

ment, is to measure and display to the patient information.regarding the pc$sition

of his knee during ambulation.

Treatment of Language Disorders of Central Nervous System Origin--Patients

who have sustained bra damage often present pr9blems of language dysfunction..

Between one and two million adults show some language disorders following damage

from strokes, head injuries,and damage resulting from neurological disease

and neurosurgical intervention.

Palate-like prosthesis evaluate lingual pressures during speech. Development

baelocused on pressure gauges, transducers in the palate prosthesis, intro -oral,

wising and connections, coating of the prosthesis to be resistant to tongue
d
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I

abrasion and,climate of the mouth, Adhesion to the patient's palate, and backup

- testing and amplificatiOn systems. In another phase of le preject satisfactory

recording of mandibular motion has been achieved. Still to be ascertained
"

art correlations between lingual function and jaw motion in sound production.

A
Sensory Feedback for Control of Powered Braces by Person's With Spinal

Cord Injuries- -Back bf sensory feedback is one of the major drawbacks to the

wider utilization of external Bred ortho

1

icdevice9 by high-leyl quadri-

4
p,

'plegics. The usefulness of various sensory.fe ack systems has been amply ,

demonstrdted. These include ?stereo" perception of a prosthesis between two

vibratory stimuli applied toa stump, a matrix of vibrators by which a blind

person can read ordinary type, vibrators on the.back of a blind person presenting

.

_

t....

a "picture" of Objects seen by a TV camera, low-frequency ele rical stimulation

as feedback to represent pressure in'the Waseda-4 hand, and eplanted ptimu-

lator Lor the radial nerve of an amputee. A comprehensive study of electrocutan-

eous htlmularion as a way of obtaining feedback information has led to the
1 .

conclusion that it represents a feasible communication channel.

Detection- and Prediction.of Epileptic Seizures: Ambulatory epyleptics able

td work but still vulnerable to seizures have been subjects of a research program

conducted by McbonnellDouglas Astronautics Company (MDAC), over the past five

years under contract to the Social and Rehabilitation Service. The goal of

this program Was to develop an automatic system capable of A.Aerting. a sutject

to a pending seizure.

Advantages of such a warning system are:

A. The patient could lie down to protect himself against the forth-

coming seizure.

B: There would be a psychological hen f t in that the patient

would know that he would have time o adjust to protect him-

Belk.
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A new prosthetic hand is now sold, which can approximate normal function,

look normal, and be lowered by- he tiny amount qpf electriCity generated during

muscle contraction. \The Bell System has. developed and marketed a telephone

communicating device for depf persqns which operates by using light signals and

a predetermined code.

The Veteran's 'Administration Prosthetic and Sensory Aids Service is working

with health facilities and private manufacturers on devices and systems, including:

-- A vojice command system to operate environmental controls.

-r Hydraulic and electric window and door opener'econtrolled by sound or
radio signals transmitted it= a wheelqhaii or bedside.

- - Miniature hydraulic piston cylinders to provide adjusthble and variable
resistance to pressure on knee and ankle mechanisms.

An'electromechanical dialing deviCe,operated by pneumatic nr chin contra s,
and connected with a conventional dial telephone unit.

-- A wheelchait-mounted radio for eammunication between patient.and staff
members at a nursing_

-- A mechanical feeding device that would enable a quadriplegic patiept to.

eat And drink certain foods without assistance from staffmembers.

Eicteinal power units to permit paralyzed patiento to move their braces.

- - Sensory feedback systems that will give an amputee a physical sensation

of where his artificial±17b is, what it.is doing, and how much "fine"
control is required.

/ A .

A sound petception device for the deaf is now being developed. Also, a bio-

nic ear hao been developed which uses implanted electronic stimulators. Robert
a

(
M. McLauchlin of the American SpeeCh in4 Heating Association suggests that'bio-'

nic devices can give sight and hearing to those who have never seen or heard

before.

583
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Surgery

Amputation surgery in the United States is still being carried out pre-
(

dominantly by general and vascular surgeons who have varying levels of sophis-
,-

.tication in this field. The general surgeon has not involved hidself in pros-

thet'ic rehabilitation of the patient or,' as a rule, in development of improved

amputation techniques'.
r

Orthopedic surgeons.are becoming increasingly inter-

ested in rehabilitation in general and in prosthetics and orthotics, both external

and implanted.

MARKETING AND DIFFUSION

The prime objective of a Rehabilitation Engineering Program implies not

only the advanced research. and development which demonstrates the feasibility

of a new concept in the clinical laboratory, but also making the, devices avail-

able throughout the Nation, wherever the need may exist... The potential of

such medical devices has not only promoted the giowth of new industry but also

deep concern.of the Federal Government in the form of pending medical device

i legislation.

Such equipment is usually manufactured and distributed by private co pore-

tions, which must in the end recove r their costs and profit through commercial

sales. In the case of medical devices, which must'be prescribedoby the patient's

physician and paid for by the patient or by a third party, the process leading

to effective, safe, and commercially feasible distribution is long and costly.

The problem is made especially difficult because emergifig federal controls

require demonstrated effectiveness and aafety of any device which is'to be

cleare for general uee.

Although devices may appear promising in a laboratory, many factors contri-

bute to making them great commercial risks when considered as new prOducts

for industry.,. This dilemma is compounded by the fact that the market for than
e
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.
of these devices is relatively smalle Since the potential manufacturer is

unlble to'identify and quantify his market,.he is discouraged by the (a) Cost

of design and production, (b) cost of special modification for each patient,

(c) cost of adequate training and education of physicians and allied health

personnel in their application, and (d) cost of marketing and subsequent main-

tenance. Consequently, there is a need for multidisciplinary interaction to

overcome lack of communication among researchers, educators, social workers

and tq enhace mutual exposure and interaction among workers in, different special-

ties; development of evaluation procedures to determine the total impact of

a device or technique on the functioning of the user; the evaluation of existing

aids to determine.which devices and techniques improve various skills and to

identify the strengths and. weaknesses of these aids so that improvements can

be mad ;..and a comprehensive analysis of the potential consumption market.,,

%
In P,L. 93-112, provisibn is made for funding the industrial development

of devices which are not commercially feasible for manUfacture and/or modifi-
\,i

cation to meet the eds of various disability groups. However, money for

this purpose has not been appropriated. Funds -lare needed to underwrite the

colts of the -field testing and distribution of instruments and devices/where

\ the unit cost-is so high as to be beyond the fiscal capacity of the researcher,

the ultimate user, or his sponsoring agency to assume. For example, each

instrument that would enable the blind,to read printed words by converting the

printed word into sound'or tactile stimuli will cost $5,000 or more. Subsidies

are needed to field test such instruments and to make them available for use by

the blind: The market for such instruments would be confined to the relatively

amall percentage of the population that is blind or severely limited in vision.

-

.
Without mass demand and mass use, the cost of the individual unit will remain

high and beyond the financial means of thP oeople who could benefit froM its

,585
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use. The underwrlting of renal dialysis costs through thd Social Security.Act

. . . .

for individuals covered under the program is an example of a subsidized service

.

otherwise
f

,

0-

for a relatively small number of people' who could not benefit fr.=

the servicebecause of its high cost. 4
-

Many devices, some of great significance, are either in readiness for

manufacture or soon will be. A serious concerti must be raised to both extend

the areas in which rehabilitation research is now being conducted and to menu-
.

facture and disseminate devices to the disabled. It is also important to con-
(

-Sider the training requirements inherent in disseminz;tion:both for professionals

such as surgeons, prosthetists, Orthoists and counselors, and for the disabled

user.
- .

CONSUMER INVOLVEMENT

4

Consumer involvement is a, highly controversial issue. For some it is the

. .

key to quality rehabilitation services, whereas others see it as an unwanted

obstruction. Some of the possible roles which consumers might play in furthering

the rehabilitation process are tlresented, together with the advantages and draw-

backs of consumer involvement.

Many definitions of "consumer" abound in the literature. Consumer involvement

at the client - counselor level is already mandated in the Rehabilitation Act of

1973 through the individualized written rehabilitation plan. For our purposes,

"consumers" are handicapped individuals and elected representatives of,organiza-

tions,of the handicapped. While this begs the question of the validity with which

such repre4entatives represent their constituency, they nevertheless represent an .

important'point of view on,the service needs for the severely handicapped.

Consusifir Role.. in Rehabilitation

/-47

Two alternative roles for consumers can be suggested,. The first is direct

of -

involvedient with the Vkagency in the mpc-onal rehabilitation process.. They

.ti
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second is consumer-run programs of community -bated service.delivery,which,are

,described under programmatic options; Both approaChes have their supportera and

critics. For example, consumer involvement may be ne-4by agency .staff as one

more burden in an already crowded schedule. Consumer-run programs may be seen

as unprofessional or threatening. Whatever the approach, the final criterion

should be whether the severiely handicapped are better served.

Interest in increased Consumer invol4ement in the rehabilitation system

surfaced in several different parts of the,GomprehealsiVe Needs Study, including'

.the Center for Independent Living literature review, the National Rehabilitation

Association Workshop, and the responses on the provider survey.
,

CIL Literature Review ;
In reviewing the literature, the research staff of severely handicapped per-,

sons of the 'center for Independent Living in Berkeley, California, found'a lack

of understanding of the experiential realities of the lives of didabred persons.
'It

The single most importantfreason for consumer input into the, planning and imple-
't

mentatIon of xehabilitatton programa is to insure that the programs are authen-

tically related to these realities. If rehabilitation researchers, administrators,

educators, practitioners, planners, program evaluators, and counselors are not

cognizant of how severely disabled persons experience basic life situations,

the endeavors of these professionals will be 'ineffective.

In the same CIL report, it was suggested that workshops be conducted by

articulate disabled persons with counselors and other,professionapil to reduce

attitudinal barriers between the professional and the person with a severe handi-

cap. Rehabilitation specialists could benefit considerably froth client feedback

about the way they relate to and work with clients. Some may consci7011ly or

unconociously avoid the more severely handicapped persons, or they may be very
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- uncomfortable in working with such persons, especially when they do ndt under- .

,stand I1 w severely disabled people'experience.life situations., There may also

.11.
,

be more h
N

d work involved which may require skills learned in professi nal - r
I ;

__ ..
L.-4

"-...- D.

training rograms Some Uorkers.try to'handietthesesitnationa by imposing a \ ''

sOtial 'distance which prevents tnem from every really udderstanding the,;.human

r

being who sits on the 'other side of) the desk.' Professional training in theories,.

'knowledge, and techniques may not help to develop the .kind- of sensitivity to

client experience thaE is.required. Workshops- conducted by articulate disabled
4 a

persons can be an interesting and relatively painless way for rehabilitation

sp9cialisLa to develop a deeper understanding of their severely disabled'cliente.

Since they are supposed to be the "experts,'" the realiIation that they do not

fully. understand their clients is the most difficult first step.
1

.

Training workshops are but one of many examples of how consumers may be

involved in rehabilitation. Other roles include involvement in planning, deliv-

ery, and evaluation of rehabilitation services, from reviewing research proposals

to peer counseling. Certainly one relatively untapped resource for rehabilitation

agencies that are interested in implementing meaningful consumer involvement is

the large numbek of organizations of, by, and for the severely handicappea.

Advocacy and political activity, both within and outside of the formal rehabili-

tation system, are other examples of possible consumer Involvement.

Provider Survey Results:' Consumer Roles
4

In our survey of rehabilitation service providers, less'than 2 percent of

.
the rehabilitation providers checke4 "advocecy" as the main emphasis of their-

c?
o

work. Lees than 2 percent desctibed their organization as a consumer organize-
/

tion representing the handicapped. Yet 85 percent agreed with the option of

"greater involvement of the severely disabled consumer in planning, delivery,
.

% .

1
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d evaluation of rehabilitation 'services." Eighty-seven percent agreei,with

'eh policy option of "gieater utilization of employed handicapped re extend
=

4 ^

employment oppoqX4nities to other handicapped.in the same work setting,,

A
1 \\a

industry, or service." As'a means fordelivering comprehensive rehabilitatio5

services for independent living, 90'percedt of the respndents/rated self -help

consumer organi ationd as either "helpful" or "most helpful.",
,

Respondents ere asked whEY role-.qualified'Consuders or representatives
-..,

. .

of ,consumer organi'tions canpIdy in improving the delivejy of rehabilitation

s
services and/81:in preparing the severely handicapped to qualify' for

rehabilitatidn Or",independent living. Four out4Of five respOndents Checked
e

"information resource;" and "referral source." Peer counseling was checked by

65 percent. "Consumer advisory boards" were also highly indicated both for
s.

"the State VR agency"'and for 'other rehabilitation eervic providers." The

lmost frequent write-in comment was "use of paraprofessionals, eSpecialihandi-

capped paraprofessionals."

r

Consumers' and VR

The State VR program may benefit from increased consumer involvement by

(a) better working relationship between counselor and client, (b) greater

° awareness af the peeds'of the handicapped, (c) feedback from those being

.served as to program strengths and weaknesses (d) clearer understanding of

the m*ssion of VR, and (e) increased advocacy for VR programs and needs.

The Rehabilitation Act-of 1973 proVides for the involvement of consumers

in the State VR program in a number of ways. The major one are serving in
J.

the development Of their individualized written rehabilitation programs and

in the development and implementation of the State agency policies. In

response to the latter, the Act specifies that the State Vocational
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Rehabilitation plan shall provide that the Statagency will take into, account;

in connection with matters of general policy arising in the administration,

A

-, pf the plan, the view of individuals' and groups thereof who are recipients
I . I,

of vocational rehabilitation services,'Cor in appropriate cases, their parents
. , 7ilk

/ - "4 p

-"or guardians). -a \ .
t

Active consumer participation keeps public service programs responsive

to the\needs and priorities of the constituency for agency services. State
r

VR agenclies have been slow to)implement this section of the Act. One reason

'for this-may be-the lack of specificity as to the role of consumers. .Such

roles cabld include comments On proposed research, the establishment of new

rehabilftationsfacilities, the development of program priorities, and the annual

evaluation of the effectiveness of the program required by the Act.

Consideration should also 136 given--to establishing a committee to advise

the Commissioner of the Rehabilitation Services Administration on matters

affecting. the Vocational Rehabilitation progthm..

Other, roles for consumers include client assistance an&advocacy wih the

agrcies responsible for services like attendant care, transportation, housing,

and recreation. Consumer organizations have already taken a 1pad role in the

elimination of architectural barriers and in organizing other self-help activiteA..-

Consumer self-help groups can'play a major rolei'both in assisting persons with.

severe handicaps in-independent living rehabilitation and in preparing them

for vocational rehabilitation.
p.

A Consumer Perspective in Technology Development

Technological advancements in rehabilitation are an important need for

the severely handicapped, both for those with vocational potential and for

those with independent living as the goal. Much of What has been accomplished
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4
to date, although helpfd to some severely handicapped individuals, has little

Widespread utility among consumers. Many of the aSsistive devices which have

been developed are the prodlictof biomedical engineers in clinical settings, who
4

have no/had the onsumer'inPut to fully consider the total needs and real

constraints of th user. -Many times the cost of such devices is prohibitive,

usage may require trained attendant care; or environmental constraints may

prohilit widespread useage.

Example's ar readily available. We shall mention only a few.

The.Optacon for the blind 4s a machine designed to chang.

written material= into tactile material. Such an innovation clearly would be

of great assistance,to most blind individuals. Howeer, the price of-$3,450

per
IL
unit is prohibitive for the private consumer and poses a high fiscal

burden od the budgets of service delivery agencies for the blind. Thus, the

primary use has not be consuMer oriented but has been adapted to computer

programming for activities totally unrelated to services Ir the handicapped.

Biomedical engineers, through the application of advanced neuromuscular
1

and,mechanical technology, have been able to-develop mechanical limbs. Again,

such unique aids for the amputee would offer greatopportunity forovercoming
* -

handicaps resulting from impairment. Although the engineering accomplishment

must be a delight to the technologists involved, the prohibitive costs of

development, estimated to be millions of dollars, the unit cost of thousands -

of dollars, and the maintenance problem rand costs render this nnovation

of little practical utility to most handicapped individuals.

Again, consider some of the devices developed for children and adults

afflicted with cerebral palsy, including. items ranging from button hooks to

long braces, specilp. wheelchairs, and elaborate voice :\o.ntrol apparatus.
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There.is no question that ese assistive devices are

by those with cerebralpal . In many cases, however,

tions'and realities ofthe a flicted p(ersons are not t

development of these
4
items.

For'example, 1arris descr

child to learn to sit straight.

1

bes a device that 'helps, the cerebral palsied

hypothesize&that the reason the

pbrtant\to and nrded

e real deeds, percep.

into account in the

It

children do not sit straight is proper sensory messages are issued ftom

the head or limbs. Thus the chil.\ really.does not always know where his head

or limbs are. -The device issues an "unpleasant" Bonn when the head' or

,

limb goes beyond a certain range, us
O

changing the child's behavior. The authors state,

ng dbehav 0.41 ificatioeapproach towards

some children may only

rebral palsied childrenuse this device 'fot a short period, but that som

may have to wear it almost permanently., The (14

seven children.

Obviously, a population of seven is not suf icient.to test the reliability

or usefulness of a product. A imriaus flaw in such a method is th questionable

assumption that the reason the Child could not old his head up was improper

was tested on a total of

sensory communition. The report indicated no
1.

onsideration that poor muscle

coordination, poor muscle strength, or any of a wide variety of other possi-

bilities

.

was considered. Furthermore, the device is rather strange in

appearance; which might well be a diaWback for the wearer. No discussion

of the value of sitting up, compared to the psychological effect on the child

of having to wear this strange- lookin( device was offered, nor was there any

discussion of parental reaction to such a device.

v.

6. Harris, Spelmin, and Agner, Therapy for Cerebral Palsy Employing

Artification Sensory Organs (Carnahan COnference'on Prosthetic Devices, 1972).

.01`
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it
One could cite many more such exampleS, in wheelchair and power wheelchair

design, in experimental work related to videoelectranic apparatus implantations

for the blind, in eldcommunication technology for the neuromuscular impaired,

and many more. The fact Still remains that although mudivis being done with

all gaol intent by Lose involved,'little consideration and input from the con-
.

super is sought or included in the planning and developmental phases of the

effort.

There is probably some wisdom in establishing a workable means whereby

the eventual consumer can participate in the policy planning And Priority

setting activities which determine the course of activities pursued throughout

the rehabilitation and biomedical engineering field. Until the felt needs of

the handicapped are considered rather than simply the ba ;ic interests and

.concerns of the-researcher, until research, in rehabilitation engineering is

infused with some practical concern for the utilizatiOn of the device and the

cost to the consumer, one can be certain that some portion of the effort may

have poor payoff. It is not realistic to expect that persons involved in

basic research will always be aware of the factors affecting consumers. .

Rehabilitation technology requires the coordination of rehabilitation en,

gineering.and consumer involvement, a matter of practical benefit to both.

Problem Areas in Consumer Involvement

It is important to note one of the problems of consumer groups--

el

tomOetition among the groups. As ability to influene programs increases,

.
differences within groups may take on the character,of major power, struggles.

When resources are limited, competing organizations may develop, each claiming

i

to speak for the whole. Administrators and sometimes legislators are in the

.middle when the groups "seek resources fo) themselves or have Vastly differing

,

a
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A related problem of consumer involvement is that consumer groups tend

to be advocates by nature and help little in assessing priorities undet strict

constraints. Their primary advantage is in making the case and gathering.

support for additional resources,.not in assessing the felative seriousness

and urgency of the variousqneeds of the handicapped as a whore. It is not
17

always clear, moreover, whether the representatiVes of consumer groups speak

for the group as a whole, or whether the most articulate are the least repre-

..

sentativ.

Despite the drawbacks,iewelM,4he literature and experience suggest;

that consumer Involvement can make vital contributions eo'the rehahilitation

of the-severely handidttpped. Further.research is needed to determine the

beneficial or other impact of.consumer involvement on such areas as techndlogy,

'

'rehabilitation delivery systems, and transportation systems.

o
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Chapter 24 V

A BENEFITS /COST ANALYSIS OF SERVICE TO SEVERELY HANDICAPPED INDIVIDUALS
ACCEPTED FOR SERVICE, BY VOCATIONAL REHABILITATION

tr.

There are many types oanalyseswhich Can be used to establish the

value of certain program expenditures. Such analyses ofenfocus'on the,

"benefits" "costs" of the given program, although they vary greatly in

utility, assumptions, and conclusions. Vocational Rehabilitation is one of .

Aihe few social programs for which benefit/cost analyses have been made.

However, we have some reservations aboAt the confidence that can be placed

in their findings. 'While the techrbkcal aspects of the work have been very

lacceptabile, the basic data are simply not available, and this necessitates

innumerable assumptions.

The limitations of the benefit/cost calcularioas have not rnerally
P

44,
been recognized by advocates and critics of the Vocational Rehabilitat, iOn 1

program. If Congress and the Department of Healti, Education, and Welfare

want to use benefit/cost analyses as impoitant inputs to setting appiopria7

tions priorities, then the types of data necessary to\develop accurate benefit/

cost estimates must be collected. Alternatively, if Congress desires tdset
do

priorities on the basis of other considerations besides economic efficiency

(e.g., directing the Vocational Rehabilitation prograd to serve the severely

handicapped, a group of clients whom most provilters of services believe

require more services than the less severely handicappe4), then the need to

collect better data is not as important.

The most widely accepted benefit/cost model r:04he economists' social

benefits model. The estimates provided in this chapter were developed

from that model. In the pages that follow, we describe our methodology,

14
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for estimating the be'Pefits and cdsts of serving' severely disabled people

,

accepted by the Vocational Rehabilitation prograth.

SOCIAL BENEFIT/COST MODEL

.Forothis benefit /cost dnalysis the definition of severely handicapped

is predented in Table 24-1. The definition uses R.-300 primary disability

codes used by Vocationa). Rehabilitation agencies to classi ?y individuals

asdtverely disabled or nonseverely disabled. The critical point to remem-

ber is that the individuals who are the basis of this analysis have received

services from Vocational Rehabilitation andhave not bee rejected as beink\-

too severely disabled, asewas our survey population. Thus this benefit/cost

analysis looks at a particulaigroup of severely handicapped--those who were

classified by VR as severe, based on disability tyke, and treated by VR.

1p essence, then, all those classified as 08, 28, and 30 who were rejected

for seveiity haVe'been screehed out of the analysis.

While this definition ham been utilized for the purpose of analysis,

it has several limitatiopa.
1

Only primary disability codes are used, with

no reference to secondary, disability. Several disability codes are not

listed in the table, including 140-149 (other visual impairMants) and 370-

379 (orthopedic involvement of one or both lower limbs). Some codes

listed in the table are not classified either way, especially 532 (moderate

mental retardation) and 430-449 (loss of one or both major extremities),

and some disability codes perhaps do not belong in the definition, at

least in entirety. Diabetes (614), for example, may or may not be severely

disabling.

1. A more.detailed fiscossion of the pros and cons of different defini-
tions can be found in the chapter on Definitions.
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Table24-1

Data Usdd to Determine The Percentage of
Individuals Served by VR Who

Are Severely Handicapped

N

*

iii

p

- '

- relte.te"
Percsrd Percent nes-

I severely
disable disabled

(SO's . (NSO's)

100-Blindness:
DO to 19.
19 to 29
30 to 39

200-Deaf:
00 to 19
20 to 29

30OOrthoperlic:
0 to 19

20 to 39
40 to 59
60 to 70
CO to 99
Co. 81. 91 to 97
83
90
99

400-Amputations.
00 to)9
20 to 29
30 to 39
40 to 49.
40
42 to 49

500-Montal. psychotic.
sonal disorders: 14

00
10
20
21
22
30

-32 r
34

GOO-Other:
0 to 5
0
I2....
5
9

.10
It..
14

IS l
19
20
29
30
39
40 to 44
45 to 49
SO

51
52 to 59
60
GI

63 ,..
64 to CO
70
CO to 09
00
82
04
OS

Co
90t
911

Disability blindness..
1 blind eye. I detective
1 blind eye, 1.400d aye

Deafness
Other hearing

Orthopedid 3 limbs or more
Orthopedic 1 upper, 1 lower
Orthopedic 1 upper
Orthopedic 1 lower
Orthopedic 1 knew"

Orthopedic. other Musses
Other orthopedic ,
Orthopeditf other accident:*

2 limbs of more -o-
i upper
I lower
Other
Amputation other mallgruant
Amputation 4th er

per-

Psychotic
Psychoneurottc

.. Alcoholic
Addict
Other Chbracteristtc di us (1)
Mentally rotardod, mil d'!1)
Mentally retarded, model
Mentally retarded. severe

Malignant neoptasm (yes).
Colostomies. malignant (yes).
Laryngectomles (yes)
Leukemia. &leukemia (yos)......
Other malignant neoplasm (yes),. i Donign neoplasm (no)

.....* Hay Ism. asthma (no)
Hiller allergies (no) ...
Diabetes (yes)
Other endocrine (no)
Avitaminosos (no)
Hemophilia (yes)
Anaemia. etc. (no)
(Molise (Yes)..
Other nervous system (no)
Heart (yos)..
Other circulatory condition (no)
Tuberculosis (yes)
Pneumonia (yes)
Other respiratory (no)
Teeth (no) ,
I.LCI (n0)

, . Enteritia (no)
Hernia (no)

. . All other digestive (no)
Genitounnary (no)

,. Speech
Chill valets/W.11P (no)
Stammer/stutter (no)

.., Laryneectomy. nonmalignant (yes)
Aphasia from Woke (yos)s
Other speech impairment (no)
Skin diseases (no)
Other diseases (no)

Total.

f

-e-

s

4.

r

C.

2.7
2.4

2.

9.5
1.3
2.2
(1.2

.7

.1

.6

8.0

5.1
.6

.1

.2

L2

L

o

i7'
.
.1

'-
0
0,,

5.5

3.1

4.

.ous
.5LI

U
4.1

10.i
7.1

-

":-

.2

.4
I

.2

.11

LO

A
5.1
.4

.8
1:11
3.1

.2

.2

.1

42. II 57.4

Hots: Percent of client, severely disabled. 42.11.

SOURCE: U.S.)House of Representatives:Select Subcommittee on Education ,

of the Committee on Education and Labor, Vocational Rehabilitation
Services: Oversight Hearings, pt. 1., August 3, 1973.

e
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Utilizing this definition, a*inodel was developed which includes on the

benefitssideP

-- Paid earnings

-- Homemaking

-- Unpaid Work

-- Fringe Beneflts",

Benefits rine to Change in Family Earning

.

Labor-Force Participation

On the cost side, the model includes:

Proyam.Costs of the Agency
----Is

Program Costs Not Borne by the Agency

-- Research, Demonstrations, and Training CostS

Fdregone Output

-- Client-Borne Costs a

v

1%0

The model presented is a social model, incorporating social costs

and social benefits. The data utilized to make the benefit/costJ6stimates

draw on the R-300 data for FY 1970 and FY 1972, p reanalysis of existing

comuter programs developed for benefit /Cost analysis of R-300 data at

The University of California, Berkeley, the data of State followup studies,

and national evaluation surveys.

Before detailing the specifics of the model and the results, it is

important to look at the assumptions made and the concomitant limitations

these assumptions impose on the results of the analysis.

First, there is no followup on available mortality data that are

specific to the population analyze01 Thus, the same(4ssumptions about

h
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I 10

'benefit retention over time (length of stay on the job) are used for this

population as for the overall rehabllitant population. If individuals chanie

5 jobs ftequently or leave the labor force, their benefit stream decreases..

.

O

Second, today's high unemployment conditions are not included. In a

period of high unemployment, the probability, of severely handicapped indivi-

duala entering the labor marRet is likely to be reduced. During these

periods it is also dolibtful that placing severely handicapped persons in

jobs actually iesqlts in a net addition to the labor force--it may merely

substitute Bode potential workers for others. Thue is no addition to
W

.social benefit-from such 1Utitution. The benefit stream attributable to

the VR program is thus altered by laboalmarket conditions.

Third, VR services may not be the reason why an individUal has- a parti-

cul'r job and retains it. In essence, there is no clea-ct cause and effect

relationship and none can be determined without a control group. Rgrthermore,

an individual may have received VR services but may have gone back to the

job he held prior to disability. Unless the individual had list the job and.

not been replaced, which is unknown, benefits are difficult to ascribe, since

it is unclear that jobs following initial VR placement Ege related' to VR

services. Consequently, the lifetime earnings stream associated with these

later jobs may not be benefits attributable to the VR program. In this

study, we have attempted to make some provision for this phenomenon by using

an "adjustment factor."

Despe these problems, the material presented in this chapter is inter-

esting because it attempts to incorporate some of the more elusive benefit/

cost items not usually included in analyses of this type.

_J

5 .3 9
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COSTS

On the cost side, the model includes:

Variable Program Costs
-- case service expenditures

Fixed Program Costs (as budgeted by State agenciA)
-- counselor salaries (variable costs over the longterm)

administrative costs
facilities and plant 1 .

-- research and demoAstrations
-- training of personnel f

services to nonrehabilitants (variable ost 2ver the long term)

Costs Borne by Nonrehabillitation Agerrcies

Costs Borne.by Service Client and Family
direct expenses
foregone employment

N.)

Future Costs'of Sustaining Rehabilitation Gains
-- repeater costs to agency
-- deductible individual'expenses

In allocating costs for disaggregated populatj.ons, reasoned but essentially

arbitrary assumptions often must be madR. In designing and calibrating

the model, we routinely engage in sensitivity analysis to assess the

impact of alternative assumptions and the variance of parameter and input

data estimates.

The model also permits adjustment of baSic prOgram data to reflect its

limitations as a measure of earnings. Benefit/cost studiei in the past (with

the notable exception of Conley's work) and the use of simple evaluation

indicators like the change in earnings from acceptance to closure have

generally made use of the R-300 figuyes (usually zero) of earnings at accep-

tance as the basis for. their investment return estimates. Such practice

greatly inflates the benefit/cost estimates for rehabilitation services.

The major costs of the VR program are of course the program costs.

Here, however, several adjustments have to-be made. 'Some components of
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kprogramogram costs.must'be deleted; the some additional osts must be included.

-

At the Federal level, program costs are the basic grants-in-aid under the

vocational Rehabilitation Act and expenditures under the Disability Insurance

and Supplemental Security Income authorized Hy the Social Security Act.

Program costs include both case services and overhead costs.

Ar Costs that must be subtract4 from program costs include carry-over

and maintenance-Costs. Since an anarysis is for a given year (with the reha-

bilitants closed in the year defining the frame for the,analYsis), some .

.rehabilitans closed in that year incurred expenditurea'in the previous year,

and some rehabilitan"incurring expenditures in the.year were not closed

in that year. In a program in which the same number of rehabilitants were

closed each ear, the two departures from the 1-year accounting scheme,

cancel each other out. However, in an expanding program, fewer rehabili-

tants have cases closed with prior year costs than the growing number of

cases incurring costs which-will not be closed until later periods. "Carry-

over 11- costs adjustment must be made,. resulting in a carry-over adjustment

estimated at 4 percent. lQ

Maintenance costs are transfer paymentq and thus are not real resource

or social costs.
2

Maintenance costs should be excluded. Using FY 1970

on maintenance payments results in a reduction of 7. percent to program costs.

T Some services are provided under the rehabilitation plan for which the

rehabilitation agency does not pay However, these costs borne by parties

other than the rehabilitation agent f are part of the overall social cost

ga. In economists' terms, transfers are, not counted because the exchange

or redistribution does not add to total-GNP:

6 ,
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of rehabilitation. To include those'services prOVid4d under the plan, we

estimate an 8 percent increase in costa.
3

Given that blosures benefit from previous research,.demonstrations,'

and .training, wa add ertain R&D and .training costs. Counselor training
Am.

which benefits the rehabilitant is estimated at 25 percent.

This figure was -bancd on Conley's observation that'research and 4

demonstration and training apenditures had-averages 25 percent of total
0

program,budget over a 5-year period.
4

Thes, a 5-year depreciation strategy

and an anneal ascription of total'research and demonstration and tra g

els.have been more variable as a percentage of total program budget in

recent fiscal years, and the'25 percent relationship has been continued on

the average. These adjustments to program costs constitute an addition of

22 percent of program costs to social costs.
t

For part of the rehabilitation process, the rehabilitants are without

earnings. If the rehabilitant had earnings at acceptance, he may have fore-

gone those earnings or part of them (by working fewer hours). to enter the

rehabilitation program. In addition, although the rehabilitant may not

have had earnings at acceptance, he may have been looking for employment

and abandoned,the search to enter the rehabilitation process. Moreover,

these earnings are a loss to the economy and should be counted as a social

cost of rehabilitation. The method used to estimate these foregone earn-

ings uses average annual earnings at acceptance (rather than closure) for

those with earnings, adjusted fdr pre-rehabilitation earnings base. In

addition to paid earnings, fringe benefits are included. This earnings

r

3. Based Ort an Abt study of clients receiving services outside of VR
during a VR Abt Associates, Inc., "Cost-Benefit Analysis," in The Program
Services and Support System'of the Rehabilitation Services Administration:.,
Final Report {Cambridge, Mass.; The Associates, 1974), Part IV, Section 8.2k

4. Ronald W. Conley, "A Benefit-Cost Analysis of the Vocational Rehabili-
tation Program," Journal of Human Resources, Spring 1969, p. 242.
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figure.is further adjustealfor the average time spent in rehabilitation

without earnings. Time spent in rehabilitation without earnings is estimated

aa time from acceptance to closure-minus 30 days'. This time is expressed

as.a proportion of a year. For the entire population of rehabilitants,

average time in process ia15.1 months for FY 1970. A final adjustment

involves the number of rehabilitants who actually forego earnings. The

Abt study
5

showed that only 1.5 percent of rehabilitants reported' foregone

fl

earnings. To includ; those rehabilitants who give up the search for employ-

ment or worked fewer hours, a more conservative figure of 15.percent is

used. In summary, total foregone earnings equals total annual earnings and

fringe benefits at acceptance (including an adjustment for pre - rehabilitation

earnings base) times the proportion of .a year's earnings are foregone times

the percentage of rehabilitants foregoing earnings. Note that the foregone

earnings of nonrehabilitants are not included. Foregone homemaker and

unpaid work are not included since few rehabilitants probably change this

leveliof activity while receiving services. r

Client-borne costs, are simply those costs borne by the client (not by

lithe rehabilitation age icy) which are part of the plan and which contribute

to the success of the rehAjpi tion. For years other than FY 1970 and
MY

for subpopulations, a ratio of $4216 4 to average case service costs for other

years or subpopulations was estfblished. Client-borne costs equal the prb-

portion bearing costs times the average payment times the total number of

rehabilitants. Client-borne costs for nonrehabilitants are not included.

The problem occurs when disaggregating costs by subgroups. While case

service costs for the subgroup of rehabilitants are readily available, the

problem comes in allocating counseling ant administrative overhead costs

5. Abt Associates, "Cost-Benefit-Analysis," Part IV, Section 4.2.
6. Ibid.
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to the subgroup. Some costs, such as counselor costs, are variable in

the Sense that subpopulations can receive more or less counseling, time.

However, counselor salaries for the program as a whole are fixed in a

given year. Deciding how much of the'overhead costs to distribute to the

different subgroups is the difficult problem. Furthermore, since case serv-

ice costs are leds than half the total costs incurred in rehabilitating

to

clients, the allocation of overhead coats assumes great importance in deter-
.

mining the benefit/cost results for client subpopulations.

The amount of overhead costs to allocate to a group could be based on
4-

a comparison of (1) the number of rehabilitants in the group to the total

number of rehabilitants, (2) the total time in process for the group to the

total time in process for all rehabilitants, or (3) the total tase service

costs for the group to the total case service costs for all rehabilitants.

The method chosen is comparison of case service costs. This method

implies that the more'tase service costs a group has, the greater the propor-

tion of overhead costs that should beAllocated to that groip. Of.the three

methods, in absence of 'administrative studies'this method seems plausible

and most practical. While the choice of the method can affect the results,

a comparison of the three methods on seven disability groups shoWed that,

despite different itInefit/cost ratios, the ranking among disability groups

was constant.

4
BENEFITS

The paid earnings are the major benefit in a social model. The increase

in earnings computation is based on a before-and-after approach. Average

weekly earnings of rehabilitants at closure are higher than average weekly

earnings at acceptance. This difference is the increase in earnings attri-

buted to the program. Nevertheless, the higher earnings of the rehabilitant
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at closure do not continue through time unchanged, nor do these increased

earnings continue indefinitely. To get the total stream of earnings for all,

rehabilitants, the following modifications must be made to the increased

earnings at closure:

retirement
- mortality

numbernin umber with earnings
- changes in earnings
- time spent in rehabilitation, without earnings
- discounting
- pre-rehabilitation earnings base
- reduction in benefits attributed to services

The earnings stream of a rehabilitant stops at retirement.. For the"

purposes of this dEsudy, 65.was assumed to be the age of retirement.

The modification for mortality recognizes that the earnings stream of

a rehabilitant might be cut short by death. To calculate the number of

surviving rehabilitants at any time, the cohort-surviv41 method of population

Itudies was used. To perform such a calculation the ages of the rehabilitants

at referral, and the probability'bf surviving from one time period to the

next for each age group must.beknown. (The 'probability of surviving is 'one

minus the mortality rate.) Age groups consist of'5-year intervals, starting

at and ending at 60-64. Mortality data are from the Society of Actuaries .

for the period 1955-1965.

To get the total lifetime earnings streaii, the number of rehabilitants

who he earnings at a particular time must be known. Some clients closed

in status 26 do not have earnings at closure. Of those that do have earnings

at closure: some'quickly, within a year or two after closure, lose their

jobs. These job losses can be considered to be an indicator of the

failure of the program, failure in the sense that services were not suf-

ficient in removing vocational handicaps so that the rehabilitant could
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continue to be employed, even though the rehabilitant had been employed

- 4'
Bor at least 30 days prior to closure.? Over a longer period of time, some/

additkonal rehbilitants will drop out of the labor market; for example,

on account of worsening disability or a'anges in family situation. To esti-

mate t1he number of rehabilitants who 3;p se their jobs fairly soon after closure,

followup studies were used. A reviewW several State and national studies

suggests that 1 year after closure 85 percent of rehabilitants with jobs

at closure still have their jobs, while at the end of 5 years 80 percent

still have their jabs.

1
The earnings of rehabilitants may change owingto any tf three factors:

learning, secular increases in wages, and age. The younger rehabilitant or

the rehabilitant entering a new profes6ion may show sharp increases in wages,

due to mastering the new job. Based on followup data, the earnings .of the

rehabilitant are increased 25'percent from closure to 5 years after closure.

In addition, wages in general increase in the economy A growth function

with a constant rate of growth of 2.5 percent is applied to earnings after

other adjustments are made. Age also affects earnings. Over the lifetime
0

of the individual, wages increase, rapidly, reach a peak, and may decline

somewhat before retirement. Thus, using g.lobure 4arning§ for a rehabilitant

in the 15-19 age group and projecting these earning's over a lifetime would

underestimate earnings, since earnings are usually low for, those younger

age groups. An adjusttent factor is made.

An additional adjustment to the earnings stream recognizes that the time

spent in rehabilitation is also time spent without earnings. The amount of

earnings that would have been received in the period during rehabilitation

wittout earnings (during the last few months of rehabilitation the clients

7. The period of employment prior to closure has been expanded to 60
days. The 30-day period was in effect for the data period under analysis.
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often have earnings) Must be subtracted from the earnings stream. This

adjustment is similar to the calculation for foregone earnings. Note that

0
this adjustment is made for before earnings also, to prevent double counting.

4

Furthermore, the earnings stream must be discounted. The concept of a

social discount rate is very important in benefit/cost analysis. Use of

discounting reflects two facts. On one hand, a dollar in hand today is

worth more than a dollar,in hand next week; so it will make,pense to pay

additional money--interest--to get a certain amount of money now and pay

back the principal and the interest at a later time. On the ,,ther hand,

one can put the money in the bank now and .get more back for It at a later

time, through'the addition of interest on the deposit.

The social discount rate is similar to the interest rate but applies

to the society as a whole: The future costs and benefits of a program are

brought' to'the present, (expressed in their present value) because that i,

.

where the decision id to be made. ,In addition, the social discount rate

1Th
can be viewed as hav g

\
qtee basic components: time preference, opportunity

cost, and uncertainty. e time preference component refers to the inclina-

tion of people to postpone present consumption for future consumption and

vice versa. For example, some'people are willing to put off buying a car

and a home in order to continue their education, in the hope of payoff in

higher'earnings in the future. The opportunity cost of an action is the

next best action tl(at could have been undertaken but was foregone. Oppor-

tunity costs are involved in the social discount rate since opportunities

change with time. Also, byvndertaking a project in the public sector, a

project in th private sector may be foregone. Opportunity costs, then,

are revealed in a comparison of public and private..nvestmwent. The third

component, uncertainty, takes into account the risk of costs and benefits

in the future. The vncertainty factor Is especially crucial when costs
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and benefits are projected 20 years or more into the future; as is often

done in cost /benefit analysis of programs.

The choice of a discount fate is important, since when one rate is used

a project may seem acceptable, but when a higher discount rate is used it

may not be justified. The social discount rate can be chosen on the basis

of (1) the particular program involved, (2) guidelines from some central

budget bureau for a governmental unit', or (3) examination of the three

components of the discount rate. In any event, the choice of a proper dis-

y.

count rate is not an easy matter.

Several discount rates are used here: 0 percent, 4 percent, 7 percent,

10 percent, and 13 percent; They run the galiitp, from least to most con-

servative. Results will be reported for each rate? so that the variations

can be seen.

To adjust for the fact that the average earnings in the week prior to

acceptance often understates pre-entry earnings (due to unemployment) a pre-

rehabilitation earnings base adjustment is made. The reported earnings at

acceptance are increased 34 percent on the basis of comparison of accep-

tance average earnings to average earnings 3.months prior. Earnings 3

months prior probably reflect the earnings the rehabilitant would have

had if he had not entered the rehabilitation process, since many clients

are temporarily unemployed when they apply for services. This adjustment

is not used for the benefit due to changes in family labor force participa-

tion, as explained below.

One major problem in identifying and measuring the benefits of a

program is the problem of cause and effect. What does a program really

change? For example, take the increase in earnings a rehabilitant exper-

iences from acceptance to closure. Does the program bring about an.
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t3zis change? Changes in general social and economic conditions could

have occurred, such as a decrease in the unemployment rate or inflation.

Would the rehabilitant unemployed at acceptance have lost seven those earnings
c7 .

if he had not entered into rehabilitation? The problem is that time passes

during the training process, often more than a year, and something might have

happened to the client had he not come to the rehabilitation agency.

A before-after approach is used here. The differenCes between condi-

1440k sa"et%4r the program and prior to the program are assumed to be the result

of the program. This assumption, as pointed out in the opening section, has

0 important implications for the results of the model. However, a reduction

of benefits attributable to the program is, made. In this study we assume

4 6

that 80 percent of the increase in paid earnings, as well as fringe, benefits,
1

homemaking,land unpaid work, is attributed to the VR program.

Homemaking is valued similarly to paid earnings. Adjustments for

mortality, retirement, productivity, number with earnings, and discounting

are made. A replacement cost approach is used to value normal population

homemaking services. The tasks performed by a homemaker are described, as

well as the hours spent in each task. Then the earnings of a replacement

for the task, based on 1969 prices, are used to value the task. For example,

general household clean-up fs valued at the rate of a paid housekeeper.

4
Summing the tasks and their respective values ves the average value of

$5,139. Then to get the value of'the disabled homemaker, the earnings of

the disabled are compared with the earnings of the normal population. Thus,

the Assumption is that paid earnings have the same lationshipto home-

making services for the normal population and the disabltsd. It is also

assumed that the rehabilitant was unable to performAhomemaking activities

O
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before receiving VR servites and therefore the prerehabilitatibn value

equals zero. The number of homemakers, including unpaid family workers,

at acceptance, and closure is taken from Characteristics of Clients Rehabili-
.

tated in Fiscal Years 1967-1971.
8

The inclusion of unpaid family workers,

including farmers and those engaged in family-run businesses, should not bias

the results, since the number of these rehabilitants is so small. However,

their inclusion does allow the addition of ,their output. Note that shel-

tered workshop workers and the self-employed are included in paid earnings.

. Also note that those leaving paid employment are not added to the homemaker

population. As such, homemaking is undervalued. Adjustments for changes

in earnings and for changes in number with earnings are those made for paid
V

earnings, except that the 25 percent initial increase in earnings is not

applied.

Unpaid work is valued the same as homemaking, except, that an unpaid

work factor is included. This two-thirds (65 percent) factor consists of

two components, one for woman and one for men. The unpaid work of the

full-time employed person was compared to the average hours of homemaking

of a full-time homemaker. Full7time employed women devote almost two-thirds

as much time to homemaking as do full-timd homemakers. For men this figure

is 18 percent. The propOrtion of male a d female t.ehabilitants employed at

closure gives a total unpaid work factor. assumption is that home-
.

making and unpaid work can be valued at the same e, and that the disabled

and the normal population perform the same., proportion of unpaid work,.

Fringe benefits are'valued as a proportion of the total discotinted

paid earnings stream. First, a ratio of potential fringe benefits, excluding

8. U.S. Department of Health, Education, and Welfare, Social and Reha-
bilitation Service, Rehabilitation Services Administration, Characteristics of
Clients Rehabilitated in Fiscal Years 1967-1971 (1972).
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payments for time not worked, to total earnings is calculated to be 19.6

percent, using Chamber of Commerce data. A proport4on df fringe bene-

fits for the disabled is developed. Realizing that the disabled work in

ors where fringe benefits are low and in secondary labor markets, and

realizing the possible discontinuous work history of the rehabilitant, this

proportion is assumed at 50 percent. The multiplication of these two pro-

portions thei gives the proportion fringe beWits is of paid earnings.

Benefits due to changes in family labor force participation include two

trends. First, some family members may be released from caring for the

disabled, due to the rehabilitant's increased capacity for self-care and

homemaking. These family members can then find paid employment. Second,
.

due \ to the entry of the rehabilitant into the labor market, some family mem-

bgrs may find that they no longer need to work or to woljk two jobs. Rather

than model these processes separately, an overall estimate of the combined

effect is used--8 percent. This
r

benefit
*t

will only be calculated for 1 year.
,

Also, since the change in earnings is used solely as a comparative base,

reduction for benefits attributed to services and prerehabilitation earnings

base adjustments will snot be made.

Repeater costs are included as, a negative benefit. Repeater costs are

future costs. Some rehabilitants closed in status-\26 do come back for addi-

tional services. Although these costs may not be incurred in the yeaiunder

analysis, there arl costs attributable to the closures in that year. Of

Vurse, future repeater costs can only be estimated on the basis of past

repeater costs, if the analysis is-being made, On the current year's program.

Furthermore, these rehabilitants do not come back immediately, but most who

are likely to come back do so by the end of 3 years. Thus, repeater costs'
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are spread over 3 years and discounted. For'FY 1970, 6.3 percent of rehabili-

tants-had had a prpvious closulre.

RESULTS

Two methods are used here to compare costs and benefits. The first is

the benefit /cost ratio, or benefits divided costs. The meaning of the

benefit/cost ratio can be expressed as the rate of return per dollar

invested. For example, a benefit/cost ratio of 5 (5/1) suggests that 5

dollars are returned for each dollar invested. The second method is the

discounted net present <value (i.e., the discounted difference between costs

and benefits) aid is expressed in dollars. Note that the number of clients

in a group greatly affects this result, whereas the number of clients has

no effect on the benefit/cost ratio.

The results are given in Table 24-2, Most Severely Disabled and Total

Population. First, the ratio. of social benefits to social costs is given.

This ratio contains all of the costs and benefits discussed in previous

sections. The ratio-is given for values of the social discount rate, from

0 to 13 percent. At a social discount rate of 7 percent, the overall voca-

tional rehabilitation program shows a return of $15.94 for FY 1972 for

every dollar invested. The severely disabled accepted by VR had a return

of $9.13 in FY 1972. Even when a conservative discount rate of 13 percent

is used the severely disabled show a return of $5.91 for Fl 1972, if one

1

accepts thenassumptions and data use

The second set of results uses a more traditional benefit/cost ratio.

A ratio of paid earnings to program costs, excluding fringy benefits and

homemaking, corresponds to early benefit/cost efforts and makes fewer

assumptlonsin addition to being less complicated. However, this tradi-

tional method results in higher returns/, since the inclusion in the former
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Table 24-2

Benefit/Cost Results for Total Rehabilitation Population ,

and the Most Severely Handicapped for FY 1970 and FY 1972

ti

Social Discount Rate
e,

Social Benefits/Social Costs 0% 4% 7% 10% 13%

FY 1970 Total Rehabilitants $43.30 $21.08 $14.12 $10.34 $ 8.08

FY 1970 Severely Disabled
Rehabilitants 21.59 12.39 9.14 7.19 \5.93

9.09FY 1972 Total Rehabilitants 48)85 23.80

FY' 1972 Severely Disabled
Rehabilitants 21.73

Paid Earnings/Program Costs
FY 1970 Total Rehabilitants

FY 1970 Severely Disabled
Rehabilitants 27.70 15.55.

15.94 11.65

12.42 9.13'

$57.64 $27.46 $18.11

FY 1972 Total Rehabilitants 64.75 30.90

11.31

20.37

FY 1972 Severelled
Rehabilitants 27.46 15.34 11.12

Discounted Net Present Value
1

($ Millions)
FY 1970 TOtal Rehabilitants $32,408 $15,381 $10,055

FY 1970 Severely Disabled
Rehabilitants, 6,113 3,382 2,415

FY 1972 Total Rehabilitants 45,734

FY 1972 Severely Disabled
Rehabilitants

21,790 14,276

7,437 4,096 2,917

5.91

$13.06 $10.07

8.79 7.18

14.67 11.30

8.63 7.03

$ 7,155 5,422

1,838 1.464

10,180 7,730

2,214 1,760

1. Uses social costs and social bdnefits.

\
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model of additional costs has a greater effect than the inclusion of social

benefits relative to paid earnings.

The discounted net present value for the FY 1970 severely disabled

under a social discount rate of 7 percent shows, ubstanfial returns, $2,415

million in FY 1970 and $2,917 million in FY 1972. Note this amount is '

24.0 percent of the discounted net present value of the entire program for

FY 1970, and 20.4 percent for FY 1972.

The differences in the results for the total population of rehabilitants

and the severely disabled are due' first to our more stringent mortality

assumptions, and second, to greater aierage case services cost for them.

The greater age of severely disabled reduces the length of time that bene-

fits continue.

The benefit/cost results for selected disability groupi (Table 24-3)

indicate that the deaf (no speech)'group has the highest returns, higher

than the average total for the total severely disabled population, with

blindness (both eyes) the lowest, and with the other four groups with

\similar returns. The high returns of the deafness-no speech group, espe-

cially in comparison with the deafness-have spedh group, are based on

several factors. The former group is younger, with higher earnings at clo-

-sure,*morechange in the number with earnings.and more with earnings at closure,

and lower average case service costs. The blindnes's (both eyes) group has

lower returns due to the combination of high average case services cost, lower

number with earnings at closure, and lower earnings at closure than any other

group except severe mental retardation. The severe mental reta ation group

showed returns comparable to other groups in spite of the low earnings of

the group. However, the, high number with earnings at closure, the lower
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Table 24-3

Benefit/Cost Results for Selected Disability
Subpopulaeions of the Severely Handicapped, FY 1970

e

Population

Type of Result

Social Benefits/
Social Costs

Paid Earnings/
Program Costs

Discounted Net Present
Faille: Social Benefits,

Social Costs
(Millions of $)

Total Severely
Handicapped Population

0

1
9.14

k

.11.31

;

$2,415

Blindness, both eyes
(100-119)2

Blindness, one:eye,
other eye defective
(1201,129)

3.34 ( .37)
3

4

5.08 ( .56)

4.15 ( .37)
3

6.28 ( .5%)

$ 94 (3.9%)
4

$ 30 (1.2%)

'Deafness, no speech
(200-209)

Deafness, have
speech (210-219)

.

11.34 (1.24)

6.60 ( .72)

.

14.59 (1.29)

8.90,( .79)

..

$ 88 (3.6%)

$ 77 (3.2%)

,

Orthopedic impairment
involving three or
more limbs or entire
body (300-319)

5.01 ( .55) 6.05 ( .53)

llO.

...

$ 99 (4.1%)

Severe mental retar-
dation (534) 6.43 ('.70) 7.71 ( .68)

a

$ 46 (1.9%)

1. The results tabled use a social discount rate of 7 percent. Although

different discount rates could affect these results, both absolutely and relatively,

the number of results would obscure the basic patterns; as such, results only for

the rate of 7 percent are presented. The comparative results do not change sub-

stantially under other discount rates, however. 1

2. R-300 classification of disabling conditions gives a more precise defini-

tion of the subpopulation.
3. This figure is the ratio of the cost-benefit ratio for the group to the'

cost-benefit rlatio for the entire' population. This ratio. or index is similar to

a.price index. '-

4. Note that the number of clients in this group greatly affects this

result, whereas the number of clients has no effect on the cost-benefit ratio.
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Table 24-4

Benelit/tost Resultslor'Selected Disability
Subpopulations of the.Severely Handicapped, F1 1972

<>v

)

P

-
'Type of Result

Discounted Net Present
Value: Social Benefits

Social Benefits/ Paid Earnings/ Social Costs
Population Social Costs Program Costs (Millions of $)

Total Severely
Handicapped Population 1.131 11.12 $2,917

,.,_ 0

Blindnessz both eyes
3 4(100-119)/ \ 3.39 ( .37) 3.91 ( .35)

3
$ .123 (4.2%)

Blindness, one eye,
other eye defective 5.74 ( .63) 7.19 ( .65) $ 47 (1.6%)
(120-129)

Deafness, no speech
(200-209) 10.06 (1.10) 13.61 (1.22) $ 81 (2.8%)

0

Deafness, have
speech (210-2n) 5.94 ( .65) 8.07 ( .73) $ 9.8 (3.4%)

Orthopedic impairment
involving three or
more limbs or entire
body (300-319)

5.8 ( .64)

-

6.98 ( .63)

.

$ 103 (3.5%)

Severe mental retar-
dation (534)

,

6.26 ( .69) 7.52 ( .68) ,il $ 55 1.9%)

1. See 'table 24-3, footnote 1.

2. See Table 24-3, footnote 2f

3. See Table 24-3, footnote 3.

4. See Table 24-3, footnote 4.
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Table 24-5

Benefit/Cost Results for Selected Disability s

Subpopulations of the Severely Handicapped, FY 1970

Type. of Result

SOcial Benefits/ Paid Earnings/

Discounted Net Present
Value: -.Social Benefits/

Social Costs
Population Social Costs Program Costs of,$)

Total Severely_w
Handicapped Population 9.14

1
11.31 $2,415

4

15-19 years old 9.83 (1.08)2 11.89 (1.05)
2

$ 751 p1.1%)3

20 -24 years old 13.10 (1.43) 17.03 (1.51) $ 556 (23.0%)

25-44 years old 9.00 ( .98) 11.01 ( .97) $ 790 (32.7%)

45-59 years old 6.68 ( .73) 7.58 ( .67) $ 322 (13.3%)

60-64 years old 1.08 ( .12) 1.12 ( .10) $ 1 ( 0.04%)

1. See Table 24-3, footnote 1.
2. See Table 24-3, footnote 3.
3. See Table 24-3, footnote'4.
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Tabre 24-6

Benefit/Cot Results for Selected Disability
- Subpopulations of the Severely Handicapped, FY 1972

Population

Type of Result

Social Benefits/
Social Costs

Paid Earnings/
Program Costs

Discounted Net Present
Value: Social Benefits

Social Costs
(Millions of $)

Total Severely
Handicapped Population

15-19 years old

20-24 years old

25-44 years old

45-59 years did

60-64 years old,

9.131

8.57( .98)

12.69 (1.39)

9.67 (1.06)

6.90 ( .76)

.76 ( .08)

2

11.12

10.80

16.27

11.54

7.70

.69

( .97)

(1.46)

(1.64')

( .69)

( .06)

2

$2,917

$ 859 (29.4%)
3

$ 745 (25.5%f

$ 940 (32.2%)

$ 380 (13.0%)

-$ 3** ('L.1%)

1. See Table 24-3, footnote 1.
2. See Table 24-3, footnote 3.
3. See. Table 24-3, footnote 4.
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average case services cost, and the much younger age distribution counter-
.

balance the lower earnings.

The benefit4ost results for the age groups (Table 24-5) indicate the

highest returns for the 20-24 age group, similar returns for the 15-19 and

25-44,groups, considerably lower returns for the 45-49 group, and the lowest

returns for the 60-64 group. The low returns for the 60-64 age group can be
o

explained mostly in terms of the 65 retirement age assumed in the model,

though the 60-64 age group also has a low proportiOn employed at closure

(and many more in the homemaker and unpaid work category). The returns to

the 15-19 age group are high, in spite of the greater' cost, both due to.the

longer time benefits will accrue as well as the low average earnings and

0,*

proportion with earnings at acceptance. These lower figures result in a

greater increase in benefits (attributable to the vocational rehabilitation

program). These figures
4

are lower'mainly since this is the initial job entry.

for this age group.

CONCLUSION

Thus, the vocational rehabilitation services provided to individuals

classified as severely handicapped and treated by VR show good economic

returns, if one accepts the assumptions. Average,earnings increase 10

percent from acceptance to closure: More importantly, the proportion of 26

closures ;.ith_earnings increases from 18 percent to 83 percent in FY 1970

and from 17 percent to 81 percent in FY 1972. In addition, the pportion

of homemakers and unpaid workers increases from 5 percent to 16.4 percent

in FY 1970 and to 18.5 percent in FY 1972. These changes explain the

favorable economic results.

Of course, the economic returns for the severely disabled are less

619

e

-5;



'

603

than for the general VR population. In faCct, the differences would be even

more apparent if the severely disabled were compared to nonseverely dis-

abled. The decreased returns are due to the higher average case services

cost pi the severely disabled, the older age distribution of the severely

disabled, and the nuore--§tringent mortality assumptions.,

Even though vocational rehabilitation services to the severely disabled

show favorable results from an economic viewpoint, the benefit/cost ratio

and discounted net present value are still not final bases for program .

judgments. Those results should ,be seen as butone more piece of informa-

tion about the,severely handicapped. Several points can be'made about

the analysis.

First, the benefit/cost analysis is descriptive. It describes the

program at a point in time. A change in the population being served or a

change in economic conditions in the future could greatly influence the

evaluation of the program. For example, a high unemplment rate reduces

the likelihood of a severely handicapped individual entering the labor force

and consequently reduced the benefit stream. Thuss a continuance of pre-

sent policies may not lead to Vile sane high results.

Second, lower results do not indicate that services to a disability

group such as the severely disabledSshould be decreased. If the legitrktyre

41has given a mandate for the provis on of services to certain groups needing

them, then these services muibJbe provided. Lower benefit/cost ratios
n i

indicate merely that new strategies for the provision of services (or even

new services) should perhaps be considered if the program desires to increase

benefits relative to costs.

Third, thearaluation is economic. While economic evaluations are very
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important, some other noneconomic evaluations might be useful. For

example, a client evaluation of the usefulness and adequacy of services

might be helpful in program analysis.

Fourth, the analysis is of the overall program in servigparticular

target populations. Nothing is said about specific services, policies, or

individuals.'

The most questionable aspect of this analysis is the definition of

severely disabled.4 e-benefit/cost results might have run lower with

a different definition of severely disabled. The lack of followup data

on retention of empk7ent and earnings benefits specific to the severely

,disabled subpopulation is also a source of potential error. While almost

all costs have been included and deliberately overestimated when there

was any question, various types of benefits--some highly significant--

have been omitted because of difficulties of measurement, lack of any

4

reaso'Lable'data or basis for estimation, or inapplicability to a social

benefit/cost model.

There are no national program data on the total number of rehabilitants

who previously had been in institutions or who, in the absence of services,

might have been regarded as having a high probability of entering insti-

tutions. A study by Michigan's VR program found that savings in institu-

tional costs for mentally ill rehabilitation clients. were sizable, about

3.percent of the projected increase in lifetime earnings and over eight times

the projected decrease in public assistance payments for the mentally ill

'client population.
9

Moreover, the study only regarded benefits as the re-

duction in days of institutional care during the period between acceptance

9. Michigan Department of Education, Division of Vocational Rehabili-
tation, The Vocational Status of Michigan Rehabilitants of Fiscal Year 1969,
Two Years After Case Closure (1971).
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and followup.interview. With the increasing public concern for deinstitu-

tionalization, such data may seed to be collected nationally in the future.

)

In addition.to the benefits and costs described bove, there we'

other true social benefits of the rehabilitation prog am'whial are almost

impassible to quantify and measure but may be fundamentally important.

Such benefits are often termed "intangibles."

Rehabilitating an individual to economic independence and self-suffi-
S

ciency also will usually involve expanding his capa4lity for doing many

other things, thus greatly increasing the.overail quality of the disabled

person's life. How does one value a client's learning to read braille, or

to dress himself or handle bowel movements, or to travel a city block in

a wheelchair? Such accomplishments open a whole new life for many handi-

capped and form the basis for self-respect and dignity. Not every rehabi-,

litant has needs requiring such a degree of accomplishment. But clients

with such needs are not rare or even uncommon in rehabilitation programs.

The lives of other family members are also profoundly affected. The

presence of a dependent disabled person in a household can be a trying situ-

ation for parents, siblings, spouse, and children as well as for the disabled.

Helping the disabled person to achieve greater self-sufficiency and break

patterns of dependency often dramatically changes the qua
?

y of life`fpr

everyone in the household. The'consequences of this change in the stability

and quality of family life cart affect the growth and maturation and thus the

later lives of siblings and children. These kinds of impacts are impossible

to evaluate in hard numbers but may well outweigh the economic benefits of

rehabilitation.

No one can say how much diffeTent taxpayers and members of society

value the humanitarian benefits of the maintenance of rehabilitation

programs. Economists talk MeaHurIng the "option value" of such. programs,
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i.e., how much each member of society is willing to pay to insure the

maintenance of such programs or institutions, lest some day that citizen

become disabled and have need/ of such programs. Existing data do not permit

such measurement.

Recognizing that nonmeasuyable social value exists does not imply that

public policymakers should cease looking for better strategies for serving

the needs of disabled individuals or for ways to improve rehabilitation

programs and make that more efficient and effective. However,' in deciding

whether to allocate more resources as between highways and rehhbilitation,

welfare and rehabilitation, private consumption (and loWer taxes) and reha-

bilitation, the existence of such intangible social value should not be

ignored.

6 2,3 A-
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Chapter 25

OTHER PROGRAMS ASSISTING THE HANDICAPPED

Section 130 'of the Rehabilitation Act of 1973, which authorized the study

being reported in this volume, calls for an examination of programs under the

Secretary of Health, Education, and Welfare, to see how they may contribute

to the goals of independent living or vocational rehabilitation, and how they

may be coordinated. In our investigation of those programs we have found them

to be extensive and varied, designed to serve different purposes and relying

on different definitions of the concept of disability.. Some programs are dedi-

cated exclusively to the disabled; others utilize program earmarks or components

, for the disabled. Some are limited to specific disability groups, while others

serve persons with any, disability. Some focus on the severely disabled alone;

others focus on all the disabled. All the programs in this melange impinge upon

vocational rehabilitation (VR) as it presently works and on independent living

rehabilitation (ILR) as it might work. Some impinge directly, some indirectly

while others do both.

In analyzing these programs, we have been unable to, retain single con-
.

sistent definitions of severity, since the prodam definition and the availa-

bility of data p bit much precision. We are unable to make an unduplicated

count of persons receiving these benefits, since the data are not theie and

1
analytic models for estimating the differentials and overlaps simply do not

exist. We do know that some fair proportion of the most severely handicapped

receive multiple program benefits in the sense that they at, least get income

LI-

maintenance and the concomitant health care coverage.

\-''
In this review of programs we found many not under the Secretary of HEW

which have a vital influence on rehabilitation and the disabled. It makes

little sense, for example, to discuss Supplementary Security Income without

607
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referring to Food Stamps, or to talk about Disability Insurance without refer-

ring to Workers' Compendation.

In the course of work on the other pro rams for themost r, rerely handicapped,

6/$it has betome increasingly clear that= verall, comprehensive look at the

Federal programs and policies affecting the disabled existed before the Office

of Handicapped Individuals surveyed the agencies. While few data exist in many

areas, it does seem clear that programs are fractionated, sometimes competing,

and often inconsistent. A recent study of programs for handicapped children

concluded that the programs are inequitable, contain severe gaps in services,

suffer from inadequate control, and are operated with insufficient knowledge

and resources.
1

In our review we found the same problems, along with significant

underdevelopment of unity-based resources to support independent living

strategies\

Most importantly, though, from our perspective, the major shortcoming in the

design of programs for the disabled has been the preoccupation with the medical

aspect, with emphasieon the dis rather than the ability, and underplaying of

the most vital dimension of disability--the social aspects. If a problem faces

a disabled person, that problem also faces many, perhaps more, of the nondisabled.

The solution to a problem for the disabled will usually have spillover benefits

for the nondisabled, possibly greater than for the disabled.

0
Ih

It is important to discuss some of what we believe are the conceptuEl

ambiguities and underpinnings of existing programs for the disabled. We will

try to discuss a number.of problem and program areas, indicating what the exist-

ing programmatic response is and attempting to make aome assessment of the

adequacy of the response.. Finally, we will try to present our perspective

1. S. Brown and J. Kakalik, Improving Services to Handicapped Children,
The Rand Corporation, Report R-1420/1-HEW (DHEW, 1974).
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on what could conceivably inform a strategy for Federal programs on behalf

of the disabled.

A Question of Purpose

When one examines the range of Federal programs for the disabled, he is

struck by both their scope and their diversity in both purpose and coverage.

Ear' on, one notes overlaps and gaps, and one suspects considerable inefficiency

such as loading benefits on some disabled while others go virtually without

assistance. Then,too, some individuals receive cash whgn they could best use

kind, and others get kind when they might best use cash. In still other eases,

people get only part of what they require, with a cutoff in services or eligi-

bility virtually mitigating the gains from what is provided.
1

In order to rationalize somewhat the current set of Federal programsqlhd

,.1.10

to suggest new considerations, it is necessary to conceptualize and articulate

three broad notions: (1) Federal purposes as they seem to have developed; (2) '

a general concept of the disabled which is not conditioned by program concerns,

so that one can design the program for the constituents' benefit only; and

(3) a discussion of the problems and options available for examining the trade-

offs among Federal strategies.

It should be recognized that, in taking tthis somewhat Olympian view of

the nature of the target population and the-programs serving its, we are basing

a ,terat deal of the discussion not on data or 'consensus about values but upon

abstractions.'

The severely handicapped can be defined by the poverty of services they

receive from private and public sources and by the low rates of social and

economic participation they exhibit. On the other hand, almost no other minority

group is the target of such an all-inclusive array of technologies conveyed

by so many different professional and parc;rnfessional specializations.
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For almost every conceivable aspect of human activity, there are indi-

viduals offering some set of skills or hardware designed to make that activity

in some way accessible to one or more types'. f severely disabled people. The

intimacy and pervasiveness of the interventions offered to at least some

severely disabled people can be readily illustrated. There are physicians,

counselors, and assistants who focus intensively on narrow ranges bf impaired

body functions, such as respiration and elimination. Sexual activity for physi-

cally impaired individ 'hals is the concern of another group.

Careers are invested in the design and manufacture of prosthetic and Aorthotic

appliances. Recreation for the blind, the deaf, and the wheelchair-bound,' attract

some people to training and employment. There are "international consultants"

in transportation for the handicapped, and attorneys detroting their energies
40 s,

to rights of "access" for'epileptics, the retarded, the blind, and others.

Expertise' exists in relationships between severely disabled adolescents and

their parents and s(iblingsL.and there are persons called upon to mediate,disputes1

between the blind and the'wheelchair-bound on the placement of curb ramps and

cuts.
m

All these and others are in addition to the expected collections of health

professionals certified to detect, treat, and transform the sick, and injured

into the disabled. s,

This suggests that national policies for the severely-lhisabled have followed,

rather than preceded, value and allocation decisions. Thus, Art,thei areas of

income maintenance, health care, and vocational rehabilitation, the Nation

has tried first to decide what it can afford to spend apd then to accept levels

of participation which those funds will permit.

Income maintenance programs for the severely disabled tend to be explicitly

subsistence in Character and to tmbody requirements designed to stimulate recipient
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to enter the labor market along with other provisions inhibiting the incentives.

Conversely, publicly financed health care benefits to the dgverely disabled,

while under continual political and budgetary stress, reflect the widely held

standards for care. However, to the extent that these benefits are tied to
/

participation in welfare programs, the benefits contain major disincentives

to labor force participation on the part of this medically high risk group.

aeview Criteria

Before the.problem of al4ocating expendirres to the severely disabled

arises, one faces the equally difficult task of deciding which programs should

be included. Any selection process for including some programs and excluding

others will be to some degree arbitrary. Surely no program specifically excludes

the disabled, so that one could argue that every public program spends some

portion of its funds on the disabled.

Therefore, four criteria were used as the bases on which to decide whether

or not to include a program. These criteria were: (1) the program deals exclus-

ively with the disabled; (2) the disabled are a targeted population in the

program; (3) the program is required to place special emphasis on the disabled;

or (4) the program aims at alleviating consequences of disablindconditions,

even if the majority of those served by the program are not disabled.

This last criterion is the most nebulous. Perhaps two examples will help

to show how it was applied. If a disabled person received ail' income transfer,

we have assumed the person to be poor as a relcult of his disability, and thus

we allocated a portion of the income transfer program's expenditures in our

calculations. On the other hand, a disabled veteran would receive educational

support even if he were not disabled. Thus in this case, since the expenditure

does not arise as a response t9 the existence or consequences of the disability,

we have not included these direct service payments.in our analysis. We wished

4,
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to focus on actual allocations rather than budget authority or plans. The

last year for which enough expenditure data ere available was FY 1973. In

a few cases, it was necessary to use data from FY 1972.

Following is an outline of each program, including inform4ion on how

we decided to allocate a share of its expenditures to the severely disabled,

and the actual amount thus counted. To clarify the differences in types of.

programs, we break them up into transfer payments, medical care and assistance,

and direct services. A fourth category, indirect services, is excluded. These

pro rams, such as research, staff training, and capital construction, generally

have lorig-term and widespread benefits, making any allocation of the expenditures

to one group useless.

While we have tried to clearly indicate how we made our allocations, we

should point out that any summary over various programs not specifically designed

for a single population, and not even using consistent definitions, must remain

arbitrary.

It should be evident that there are few simple dimensions to the problem

of investigating the programs for the disabled in terms of what is or what might

be. There are disability-specific programs for sprial groups (e.g., blind

and retarded); general programs for disabled only but nondiagnostic-specific

(VR, SSI); and general progralnri in which the disabled participate, but not

by\virtue of their disability, although they may be treated differently by

such programs than the nondisabled. Then there are concerns by functional area,

such ad the work effort of the disabled, medical care, or personal care. There

are also concerns limited to depth of disability and not to diagnosis or function.
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TRANSFER PAYMENTS

Introduction

The. key part of any overall strategy of programs for the disabled Will

beathe income maintenance system which sustains them. Even without defining

impairgOts in a work related manner, we have pointed out that persons with

severe handicaps tend to have lower incomes than persons without such handicaps.

Many severely handicapped persons are perfectly competent, or at least as com-

petent as she rest of us, to handle their own affairs. What they lack is the

opportunity to achieve target income levels through their own efforts because

of their impairments and/or because of various forms of labor market and other

barriers. These persons need a purely cash system of payments of sufficient

level for them to accomplish their needs.

Others of the impaired are not so well off, relatively spedking, but will

have family or other persons available to assist them in their consumer deci-
,

sions and self-care. For most of these persons a cas strategy is also appro-
.,

priate, but it is complicated by the range of tastes and decisions about whether

other family membeis should work or stay home and care for the individual,

and when transfer payments should attend to such differences.

There are two other groin of the impaired who bear notice. The first

io that large group of persons who work either full or part time and make a

fair wage. Our examination of the available atuaies misstate that when an

impaired person works, he works about the same'houra and is paid abOut the

oame wage as his nonimpaired coworker on the same job. The effect of disability

seems most onerous in terms of the availability of a desired job and in the

types of jobs generally available.

Judging from the data, which are flawed, impaired persons tend to find

themselves somewhat more educated, experienced, and older than their coworkers
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and to occupy beginning levels of low-level jobs._ For example, where a4 certain

occupation might be considered a suitable job for a young persons starting

a working career, tay an operative in a factory, these are terminal jobs for

some of the impaired.

Conclusions must be tentative, in that the data are derived from survey

which asked the following work-related disability question: "Did_your disab4lity

prohibit you from work or limit the kind or amount of work you could do?" An

impaired lawyr probably would not have answered that questio , and would not

have appeared in the data as disabled at all, thus biasing t e responses to

the more severely disabled or to those unemployed or underemployed who Ude

an impairment explanation.
,

'i, .

'The question of how to include in a transfer programik,the'impaired

0

with '

4

standard jobs paying standard wages is a vexing one. We know little about.

the costs of'their jobs, or°rven if there are any costs. The technique used

in most welfare reform designs of establishing a rate for the reduction of

benefits could/hr designed so that fully employed disabled persons above a

certain income are not coVe-...e., but this may affect the-ability to give an

,)*
adequate basic payment for those who cannot work. For the disabled as a class,

it may be a lesser evil to establish a high guarantee and a high reduction

rate.

The last group for whom serious cash transfer issues arise are those most

!,
severely handicapped. These include terminal cases, severe and profound retar-

d
dation, the senile; and persons in institutions. The extent to which one wishes

9

to make-available 5p these persons professional judgmen& and placement or provide,

where appropriate, cash which maximizes their individual choice is a difficult

decision.

Cr
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Tyo,reckit internal papers by the.Social Security Administration provide

/
an exceptional review of income transfer programs for the disabled'in the United

States: "Issue Analysis: Disability Prdiection in the United States,"
2

and

"Disability and. Welfare:. A Review and Overview of t'e Data,"
3

are bOth key source
.

documents in the area, and we will touch on.-ionly-certain selected points here.

Each paper p is out that for thope who get coverage in one or more programs,

benefits are fairly high; but for many the benefits are very low, They also

indicate that many persons are not covered at all and, ,hdlugh not often saying it

diActly, they imply that many of the program rules have little underlying'logic.

For example, in the social insurance program. under Title II of the Social

Security Act, if persons retired from the work force by age or disability have

families, there is no special logic for treating families differently. Yet

widows of workers who die while on disability are apparently treated differently

than widows of workers who die after retirement. There was a time when the

benefit was designed to bear some relation to wage_loss. It now appears only

to bear relation to the fiscal tolerance of the Congress and to whether one

disabled group or another currently has a favored status.

Completely left out of such programs are persons with temporary total

or partial disabilities qr permanent partial disabilities (unless covered by

workers' compensation or the few State temporary disability insurance plans).

Some persons may be covered by Aid, to Families with Dependent Children, General

Assistance, or other programs if, in addition to their impairment, they meet

other criteria.

2. Tom Moore et al., "Issue Analysis: Disability
States," unpublished, SSA, 1973.

. 3. Lawrence D. Haber, "Disability and Welfare: A
the Data," unpublished, SSA, 1973.
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1

Of course, the financial catastrophe caused by a 5-month total disability,

even if recovery can be complete, is significant. Workers' Compensation programs

have been the subject of several studies 141the past few years, and additional

analyst being started up both in the tepartment of Labor and the National

Science Foundation. The shortcomings af Workers' Compensation programs ar

many, primarily in the long aversary process often necessary to achiebene-

fits. Despite the theory of Workeis' Compensation, one wonders if a "no-fault"

4
compensation program may be worth copsidering.

We will btiefly describe the major programs later.' Throwing politicaL
o

feasibility to the winds, we can make the following statement about how income

maintenance might be coordinated for the disabled. If we assume that the impaired,

without-regard to duration, is the group in which social resources should be

invested, then there is little logic underpinning' the multiplicity of programs

serving them at present. The most generous program in some sense is that admihis-

tered by the Veterans Administration. One experienced, analyst said, half jokingly

(but-only half) that we could get rid of much of the problem of how to gel: cash

to the disabled if we made each disabled person an honorary veteran.

In the paper cited previously, Haber says:

Although, from an analytical point of view, it may appear more
elegant to incorporate these programs into a system of acute,
extended, and prolonged incapacity programs, there are also strong
reasons to argue for the singularity or uniqueness of these pro-
grams. One may question why workers injured in the course of
employment are any more entitled to an adequate wage replacement
than workers suffering fram the natural decrements of aging or
chronic disease; however, one must also accept the fact that

.these programs exist, and that they enjoy'a certain amount of
public acceptance and support. Considering the relative lack of
development of wage replacement for extended sickness or illness,
perhaps more planning shopld be dirczt,cd towards the development
of non-occupational extended sickness, leaving integration of
the specialized work injury programs for a later date when the
relative merits of the programs can be assessed. 4/

.4. Ibid., Attachment C, p. 29.
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Haber raises many issue's appropriate to this repdrt. For convenience,

we excerpt some of the significant statements at the end of this section..

However, our exercise cannot at this point eater into all the practical issues

and questions raised by such an intriguing possibility as thyintegration of

disability, illness, and sickness programs into a coherent s\stem, whether

unitary in basic nature or not. Some of Le practical considerations lie in

the nature of the diagnostic technology, ch is not consistent, and whether

physicians are necessary for making the diagnosis (and if so, where to get

the number whpltight be needed to operate such a program).

Other more basic philosophical issues on program purposes also exist.

Some programs are predicated on culpability; some allegedly are not, as in

Workers' Compensation. Soine programs compensate beyond the economic effect

of the disability because of a sense of gratitude, as in the veterans programs.

Some compensate (July for some portion of the wage loss as a proxy for a more

rational way of defining income guarantees.

7--- Some programs simply try to keep people from starving by meeting their basic

eeds." A paper by Kelly pointed out the problems with trying to assess the

"needs" of the disabled for income, primarily for the assessment of the subtle

costs of disability in transportation, residential location, and other areas.
5

The principle of disability payments in general is to compensate for lost

earning capacity or lost income. It is, however, difficult for programs to

do so consistently because of budgetary reasons, and because the economic effects

of disability in individual cases often bear no relationship to the degree

of physical impairment. For those programs which compensate for loss and pain,

subjective decisions must be made about the value of a function to the individual,

5. Terence F. Kelly, "On Incorporating Differentials for the Disabled into
Cash Transfer Programs," unpublished, The urban Institute, 1974.
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or compensation may have to be based on, former income, unless there Is a flat

rate schedule for psychological and physiological impairments. Also, there

are discrepancies in the impact of identical physical impairments on the general

well-being and psychological condition of individuals.

The key Ito these piograths will be the disability determination process.

To_the extent that this process is also-key to all other components of this

integrating strategy, hittin a,screening*criterfa will open an array of bene-
.

fits, including cash. . -

Disability and Wflfare*

Acute and short-term sickness and injury'are usually first seen within
the work place, in relation to regular work activity. As such, sickness
absence should be regulated by the employer or employer-union agreements and

I compensated at some level closely related to the current wage of the worker.

Policies on extended sickness and injury or temporary disability should .

attempt to maintain the relationship of the employee to the work place and
to maximize the worker's opportunity for returning to the previous employment.
Where impairment residuals develop, job restructuring and redesign, rehabilita-
tion, restoration, and placement services should be ,most helpful in the'early
stages of incapacity.

Income maintenance oblOttions, while representing a limited liability,
should not provide incentives for prolonging the period of work absence. This
suggests that while eligibility should be relatively'uncoMplicated, review
and followup should be extensive to insure that the worker returns to employment
as soon as is reasonable and before a disability syndrome forms through a\pattern
of secondary gains.

Above all, a,temporary disability program should act to deter self-definition
of the individuals disabled until no other feasible alternatives exist. For
this reason it is suggested that, in .addition to the normal 6-month duration
of benefits for extended illness or injury, special provisions should allow
extension of benefits where diagnosis is still uncertain, possibly for as long
as a year, prior to a determination of extended or chronic disability.

In both acute and extended illness, the income maintenance functions
require prompt and expeditious decisionmaking, based on essentially medical

* This section is taken Lawrence D. Haber, "Disability and Welfare: A
Review and Overview of the Data."
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c
evaluation of the condition or impairment. In'the interests of'equity, minimum
standards should be established on a State and/or Federa114Val which could
then be supplemented by State, local, or employer-emli1 0y4 ag?eements, contracts
or legislation.

Sickness, injury, and dipebility support programs are intended to (1) maxi-
mize the continuation of stable work relationships, and (2) provide alternative .

mechanisms"for maintaining economic and social relationships for those recognized
as unable to meet regtilar 'role obligations because of a condition or incapacity
beyond. theit control.

Illness, disabicity and disability designations, therefore, may be'regarded
as means of social control, which require alternative forms of behavfoi to
provide economic and social goods and services for those unable to obtain them
through the usual channels of gainful employment.-

Restoration, rehabilitation,'and job redesign represent efforts to normalize
work relationships through recovery pr' of the Vdividual or the
situation. Earnings, replacement anakitutional care represent other forma:
of adaptation or normalization of the situation.

In the development of an income and rehabilitation strategy responsive to
the problems of incapacity, we may,viee'the idencification process as a series
of filters or gates through which therchdilldual:is progressively shunted.
Initially, a limitation, disease, illnal3s, injurF, or Impairment is expected
to be acute or of short duration. The usual experience is that the worker
will return to his place of employment within a period of a, few days, with
essentially the same capacities as before the illness or injury. While medi-

cal care may be appropriate, generally long-term rehabilitation guidande and
counseling is not necessary unless the condition is recurrent or chronic.

.

The second dimension is that of extended. sickness and injury, in excess
of 2 to 4 weeks involving wage losses for complications, convalescences, and
conditions whieWmay be of permanent, prolonged, or indefinite duration. In

most cases, however, recovery is expected before 6 months, although residual
impairment may continue.

The major problems should arise not in the initial allowance or certifi-
catidp of incapacity but in dle,prompt termination df betlieflts and exemptions
from work. This $ould also suggest close contact with employers or the employ-
mentservice, in stimulating and tracking return to work..

Income maintenance eligibility criteria should also emphasize the prevention
or containment of impairment effects during the short-term or transitional stage
of incapacity; this further suggests that evidentiary requirements should not
be used in such a way as to weaken the commitment to work roles or to strengthen

0
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the psychological incentives for disability. The primary emphasis in this
period should be on early vocational and referral contacts, in which the income
maintenance,serves the function of assisting the worker to maintain this normal
economic and family obligations. The occupational criteria should, of course,
be specific to one's present employment. r

The third stage of the filter or screening process is the identification
of prolonged or extended disability as a continuing or permanent loss or reduc?
tion of ability to perform expected work or p,ther activities because of a
chronic condition or impairment.

In addition to the temporary disability provided industrial workers, some
protection is needed for workers in small firms and in casual employment, such

main-
tenance

domestics, laborers and farm,workers. Administration of this income ain-
tenance benefit could possibly be organized through associations of employers
or through a governmental insurance agency. A provision for temporary disability

4 (extended sickness and injury) payments for those with, at best, a marginal
relationship with the labor market-should also identify Persons and families

the early, more malleable stages of dependency. This presumably would
require some form of means testxto limit payments only to those lacking other
adequate sources of income. State Trograms for General and Emergency Assist-
ance may now fill part of this need.

We should also recognize that certain programs such as workers' and veter-
ans' compensation and pensions fill special needs over and above that of income
maintenance. Workers' compensation, for example, includes an emotional compon-.

a ent, reflecting aperceived obligation to indemnify for the loss of physical
integrity in the service of others. Veterans' programs, of course, also reflect
the obligation felt by the Nation to those who served in its defense. The
sOpcial objectives of workers' compencation also include sponsorship of industrial
safety.

The long-term commitments of extended and chronic disability require and
permit a more deliberate and extensive documentation and decisionmaking proc-
ess, in which not only'impairment but vocational and employability assessments
may be considered. This process would take account of the residual capacities
of the individual and of the economic and occupational setting.

The evidentiary and financial obligations involved in each ofthese levels
of incapa0.ty suggest that they appropriately belong at different levels of
institutional or organizational responsibility. Short-term illness and injury
is a day-to-day management concern, involving the productive operation of the
plant or company, as well as an income maintenance problem for the individual.
AB such, the reporting requirements, supervision, and acceptance criteria

637



621

criteria should, within certain libits, be the responsibility of the employer,
who should also have'a responsibility for maintaining income at or around the

wage level of the affected worker. Private sickness insurance and sick leave
usually provides a maximum of 5 to 15 days a year.

FEDERAL TRANSFER PAYMENT PROGRAMS

The first major group of programs to be discussed are Federal transfer

payments. The,programs in this group are Disability Insurance, Aid to Families

1 0

with Dependent Children, Black Lung, Supplementary Security Income, Veterans

Administration compensation and pension0, Federal workers' compensation programs,

Food Stamps, and various Federal retirement plan-s'..) We have estimated that

the disability portions of these programs account fo$16.7 billion or 19.7 per-

cent of all expenditures for the disabled in 1973. Using the methods described

below, we find that for FY 1973, the most recent year for relatively cdmplete

data, $13.9 billion or 83.2 percent of all Federal transfer expenditures on

the disabled were to the severely disabled.
6 These and other expenditures are

summed in the Appendix which follows phis chapter.

1. HEW Transfer Programs

The Disability Insurance (DI) program prollides monthly cash pkiyments with

unrestricted use to covered persons and their dependents when the covered person

suffers a physical or mental impairment that has lasted, or is expected to

last, 12 months or more, and prevents any substantial employment. On the basis

of the requirements that gainful employment be unlikely and tat the condition

be expected to persist longer than 12 months, we take 100 percent of payments

as benefitting the severely disabled. Inability to work because of a chronic

disability appears to be a well-accepted definition of severe disability.

6. Our estimate of $13.9 billion from this report is for the federal

expenditures only and does not include State and local government matching to

those Federal progtdams. The figures reported in the program descriptions be-

low will include both Federal expenditures -nd State and local matchings.
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It could be argued that certain recipients he not severely disabled,

in that they are capableof vocational rehabilitation and job placement. In

1972, for example, 6,883 persons receiving primary support under DI were reported

rehabilitated by.State vocational rehabilitation agencies. 7
In the context

of DI, however, these rehabilitants represent onp 0.4 percent of total recip-

e

iente, a negligible amount. We therefore retain our estimate of 100 percent.'

Total DI expenditures on the severely disabled in 1973 under the DI and disabled

spouse's program were $5,162,000,000.

Aid to Families with Dependent Children (AFDC) is a program'to provide

financial assistance to families with needy children, where that need is based

upon incapacity, death, continued absence, or chronic unemployment of a parent.

Turem has estimated that just under 15 percent of AFDC recipients are either

receiving benefits because of the incapacity of at least one parent, or have

an adult in the family receiving Aid to the Permanently and Totally Disabled

(APTD).
8

Since eligibility for APTD implies the incapacity must Dave lasted

over 12 months, we shall take 15 percent as our estimate of expenditures because

of severe disability.

We must also assume that the mean Thmily unit size of the severely disabled

is not statistically different from the mean AFDC recipient's family unit size.

This assumption is necessary since we Ilrt also assuming that 15 percent of

program expenditures are received by 15 percent of the recipients. On this

barrio we arrive at $1,109,516,000 as an estimate of AFDC expenditures for the

severely disabled.

7. Characteristics of Clients Rehabilited in Fiscal Years 1968-1972,
Federal-State Vocational Rehabilitation Prograw(DHEW, SRS, 1974).

8. J. Turem, "Adding Dependents of the Disabled to SSI: Effect on AFDC,"
unpublished,'The Urban Institute, 1974.
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s.

"Black Lung" Benefits for Coal Miners is a program of direct payments

to miners who are totally disabled by pneumonoconiosis, and to their dependents.

The payment is intended to replace that portion of incothe'lost because of their

disability: With the programmatic definition again specifying "totally disabled,"

we take 100 percent of program expenditures as benefitting the severely disabled.

Available data indicate that nearly all benefits are paid onbehilf of workers

who_are unable to work because of, or have died fom, pneumonoconiosis. The

total payment to the severely disabled under the/Black Lung Program in 1973

was $1,045,162,000.
I

Supplemental Security Income (SSI) is a program of direct payments with

unrestricted use to persons over the age of 65, or blind, or totally disabled

who, on the basis of their monthly income and some resources, are below a certain
I-

level of support. An estimate of the share betefitting the severely disabled

can be calculated based upon the Greakdown of ogram expenditures to the agtd,

the blind, and the permanently and totally did4Bled and the degree to which

each group can be considered severely disabled. The details of the weighting

procedure can be found in the following three programs. . The resulting weighted

average, 60 percent, was used as our estimate of,Supplemental Security Income

payments accruing to the severely disabled. Since SSI only began 19 1974,

we include the three separate program shares for 1973 in our calculations.

Aid to the Permanently and Totally Disabled (APTD) is a program of Federal

grants to States for assistance to people who are substantially prevented from

engaging in any useful occupation because of a permanent physical or mental

impairment. Because of both the income-tested nature of this program and the

requirement that the medically verifiable impairment must be judged "not likely

to be improved by therapy," we have taken 100 percent of these payments as
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t

benefitting the severely disabled. For 1973, APTD payments allocable to the

severely disabled were $1,447,469,000. .1

Old Age Assistance (OAA) is a program of Federal grants to States for

assistance to people over the age of 65 who are unable to met their subsistence'

needs. A study by Saad Nagi reveals that 17 percent of all people over the

age of 65 are strongly limited in performing their normal societal roles by

physical or mental limitations.
9

Thus we use 17 percent of OAA payments as

_ our estimate of the proportion of expenditures on the severely disabled under

this program. Although we recognize the problems inherent in defining disability'

for those individuals outside the "normal" labor force market population--i.e.,

the,aged, homemakers or children--we believe the 17 percent estimate to be

a conservative one. Many of the recipients of'OAA qualify fqx assistance (are

below the income ceiling) because of lack of VSDHI coverage, which in turn

may be partially correlated with disability-related lack.of work history.

Using the 17 percent figure, we estimate- OAA payments to the severely disabled

to be $302,793,000 in 1973.

Aid to the Blind (AB) is a program of Federal grants to States for aid

to the legally blind, generally those with visual acuitY4of less than 20/200

in their better eye. Although some organizations use finer breakdowns of degrees

of disability for the blind, we take 100 percent of the payments as benefitting

the severely disabled. Given the income-tested nature of this program, we

assert that nearly all (if not all) of the recipients of this program could

meet an "unable to engage in any substantial employment" kind of test. Also,

9. Saad Z. Nagi, "R & D in Disability Policies and Programs: An Analysis
of Organizations, Clients and Decisions," Columbus, Ohio, Ohio State Univer-
sity, Columbus, Ohio, 1971.
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the Rehabilitation Services Administration considers blindness one of the suf-

ficient conditions for severe disability. Thus $101,876,000 is our estimate

of expenditures in AB on the severely disabled.

2. Non -HEW Federal Transfer Programs 4

Veterans Administration - Compensation for Service - Connected Disability

is a program of direct payments to veterans with service-connected disabilities

according to the average impairment in civilian earning capacity that can be

expected to result from their particular disability. This program requires

a more judgmental decision as to the percentage, of its recipients who are

severely disabled, since there are no income limits placed on the recipient.

That is, a person could receive a 10 percent compensation for life and still

be a full-time worker. It seems reasonable, all other things equal, that the

higher the level of disability, the more likely a veteran will be unable to

engage in labor market activities. A cursory examination of the definitions

of various levels of disability leads us to consider 50 percent or more disabled

as'"severely disabled." From the Veterans Administration Annual Report for

1973,we calculate that 66 percent of total payments are provided to 22 percent

of veterans with service-connected disabilities Who are severely disabled (that

is, 50 percent or more disabled). We therefore use 66 Rercent and 22 percent

to weight the disabled expenditures and disabled recipients respectively.

On this basis, we estimate $2,006,011,000 of veterans' compensation is for

the severely disabled.

-Veterans Administration - Pension for Nonservice-Connected Disability

is a progr of direct payments with unrestricted use to wartime veterans whose

nonaervice-co nected disability is permanent, total, and prevents substantially

gainful empL(yment. Since recipients must be unable to pursue "substantially
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gainful employment," 100 percent is immediately suggested as the severely dis-

abled .percentage. However, a curious anomaly exists: we calculated, based

upon the data from the Veterans Administration Annual Report for 1973, the

following breakdown for payments to those with nonservice-connected disabilities:

Disability Payments Recipients

Tuberculosis 1% 1.5%
Psychosis-neurosis 25% 20.2%
General modical surgical .68% 71.0%
"No disability" N 6% 7.3%.,

If we exclude those veterans classed under "no disability," we arrive

at 92.7 percent of recipients and 94.0 percen&of payments as reflecting aid

to the Severely disabled. Taking 94 percent of total Veterans pension benefits

paid in 1973, we estimate $1,35311055,000 as that allocable to severe disability.

We note that-the 1966 Survey of Disabled-Adults found that 38.8 percent of

all "occupationally" and "severely" disabled veterans are "severely" disabled.°

In this case, SDA apparently' includes receivers of both "service-connected

compensations" and "nonsefvice-connected pensions" in its universe of recipients.

A weighted average of our separate estimates yields a comparable 44.9 percent

of all recipients being severely disabled. Since the SDA was conducted in

1966, we could expect some differences simply on the basis of the time periods.

Also, the SDA used a survey of veterans aged 18-65; our estimate is based upon

expenditure data concerning all recipients.

Armed Forces Retirement is a program of monthly retirement payments to 1:7

armed forces personnel, either after 20 years of service or as the result of

disability. Retirement under disability can be either temporary or permanent.

10. Kathryn Allan and Mildred Cinsky, "General Characteristics of the
Disabled Population," Social Security Bulletin, August 1972.
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Data are reported separately for "total program" and "retirement under disci-

bility.
ull On the basis of these figures we estimate that 16 percent are unable

to continuetheir career and are therefore considered severely disabled. We

concede that this estimate may be a liberal one, since such retirement does

not per se preclude the recipient from working full time on another occupation. .

However, w .,have been 'unable to obtain data relating to this phenomenon. The

payment allocated to severe disability is' esftmated at $690,443,000.

1

Federal Civil Service Retirement is a,program of retirement payments to

Federal Civil Service employees, both after extended periods ofemployment

and after disability if the latter is preceded by a minimum of 5 years of serv-

ice. An analysis of data reported shows that 20 percent of total retirements

under this program are because of service disability.
12

We have used 20 percent

to weight our data for 1973 recipients and expenditures. Since it is unclear

whether this program requires a disability "any substantial employ-

ment" or preventing "the employee's regular employment at time of occurrence,"

we are using, an -admittedly weak allocation procedure More information is

needed to make an assessment as to how significantthe error might be. The

total share to the aev rely disabled under this program in 1972 is estimated

to be $739,285,000.

Federal Employees' Compensation Act (FECA) is a program of income maintenance

payment° to Federal employees who are temporarily or permanently unable to work

because of job-related ihjuries or illnesses. This program, one of three Federal
1

workers' compensation programs, provides payments under several categories of

"permanent" and "temporary" disabilities. Although an analysis of data of this

11. The 1975 Budget of the United States - Appendix (Office of Management

and Budget, 1974).
Social Security Bulletin Annual Statistical Supplement, 1972 (Social

Security Administration, 1974).
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particular program has not been possible, we can base our estimate on an analysis

of general workers'' compensation payments. The National Council on Compensation

Insurance statistics for July 1974 concerning workers' compensation in 45 States

allow an analysis of indemnity payments to the injured and their families.

These statistics show that 43 percent of all payments and 6 percent of all

cases are either "Permanent Total" or "Major" injuries; Since we expect, that

the money estimate is somewhat high, we use 40 percent and 6 percent respectively

as our weighting factors for severe disability. We will use these percentage

factors for other similar workers' compensation prbgrams.' Note the proportion-.

ally heavier cost of severe disability, in that 6 percent of the cases receive

about 40 percent of the payments. For FECA this allocation formula results

in an-estimate of $62,579,000 in payments to the severely disabled.

District of Columbia Employees' Workers' Compensation is a program of

income maintenance payments to employees within the District of Columbia who

are temporarily or permanently unable to work because of job-related injuries

or illnesses. This is one of the three Federal programs of workers' compensation,

and we will use 6 percent of recipients and 40 percenCof payments to determine

the numbers and payments to the severely disabled. Webthave, however, been

unable to obtain further data for this program.

Longshoremen's and Harbor Workers' Act is a program of compensation for

disability or death from occupational injury or disease to eligible private

A

longshoremen and harbor workers, both within the United States and overseas. In

this, the third of three Federal programs of workers' compensation., we again base

our weighting schemeffor the severely disabled upon the National Council on

Compensation Insurance data mentioned previously. Thus, 6 percent of recipients

are severely disabled, and about 40 percent of total aid benefits those people.

Unfortunately, we have been unable to obtc4n other data on this program.

6 4 5



Railroad Retirement is a program of unrestricted direct payments to

retired railroad workers, after both' extensive service and through disability.

Retirement under disability is allowed after at 'least 10 years of service if

the worker is unable to engage in any regular gainful employment beEsuse of per-

manent and total disability, and after 20 years of service if the worker is

unable to engage in his regular railroad occupation. An analysis'of data

reported in the Social Security Bulletin, Annual Statistical Supplement, 1972

shows that 17 percent of all these retirement payments are linked to disability.

Although we use this as our estimate of the severely disabled share, we again

must note that this may be a somewhat generous estimate. Ideally, we would

need to remove those "disabled retired" who, while "unable to engage in their

regular railroad occupation," are able to work full time in another position.

For 1973, Railroad Retirement payments for severe disability are

to be $417,654,000.

The Food Stamp Program seeks to.improve the diets of low income households

by supplementing their purchasing power toward. food. In an attempt to measure

the relationship between receiving food stamps and being severely disable4,-

we began with Saad Nagi's estimate that 21 percent( of workers "unable to work"

(therefore severely disabled by general standards) receive food stamps.
13

This

21 percent means approXimately 1,500,000 families; or 4,500,000 recipients, since

the mean family size for a severely disabled head of household is three persons.
14

Using.4,500,000 recipients, we can postulate that 36 percent of food stamg'recip-

ients are granted entitlement indirectly because of the severe disability of a
.colvt

family member. We therefore weight our 1973 data by this percentage, implicitly
4

assuming that the average payment ,per recipient does not vary significantly

13. Nagi, "R & D in Disability Policies."
14. Allan and Cinsky, "General Characteristics," p. 29.
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between severely disabled families and nonseverely disabled families. Con-

trary data have not been found, although one might surmise that payments to

severely disabled families would be higher than the mean payment, since

families with the lowest income levAls receive the highest levels of assist-

. ance, Our estimate of $798,120,00Q may therefore be a lower boundary.

NONFEDERAL TRANSFER PROGRAMS

In the remainder of this section we will provide additional information'

on State and local transfer prOgrams,
15

as well as some private transfer payments.

Although these programs are not under the Secretary of Health, Education, and

Welfare, they should not be ignored when considering plans to meet the objectives

set forth by Congress. Since these programs also bear on societal treatment

of the severely disabled, they must,be incorporated in the formulation of future

policy.

The public programs include Workers' Compensation, General Assistance,

oand transfers under State and Local.Empayees' Retirement. ,The private trans-

fer payments include various insurance (whole life, Federl life,'private health)

and bodily injury payments. The total State -local transfer payments to the

severely disabled are estimated to be $1.4 billion in 1973 and the private

transfers for that group are estimated to be $3.3 billion in 1973.

1. State-Local Payments

All States and Puerto Rico mandate Workers' Compensation programs to pro-

vide income replacement payments for workers who are unable to work 'or have

15. These are programs which are purely State- =local and do not involve
Federal funds. To get total State-local expenditures benefitting the severe,
ly disabled, one would have to add to the purely State-local program expendi-
tures the totals obtained by applying'the percentages of aid allocated for
the severely disabled to each of-the State -local matching amounts presented
under the Federal program listings.
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suffered scheduled losses because of occupational injuries or illnesses. Payments

are granted under temporary total disability, permanent totalldisability, and

permanent partial disability. An analysis of data reported by the National

Council on Compensation Insurance,for July 1974 indicates that 6 percent of

all'tecipient cases and 43 percent-Of all indemnity payments occur under "perman-

ent total" or "major permanent partial"_categories of injury. We therefore

conservatively estimate the most severely disabled beneficiaries as 6 percent

of all recipients, and allocate 40 percent of all transfer payments to them.

We calculate these State programmatic payments to the severely disabled for

1973 as $970,400,000.

All States and many localities make payments under General Assistance

to some needy people who are not eligible for assistance under Federally aided

programs. Additionally, in some States payments are allowed to those whose

needs'are not sufficiently met by other Federal-State programs. Because Of

the wide degree of discretion practiced by the various States as to who receives

payments under general assistance, it is difficult to assess what share of

the program benefits the severely disabled. The-problems are compounded by

the difficulty in getting consistent data. As a conservative estimate, we

have used the same weighting scheme used for another public assistance'program,

AFDC. Thus, we calculate that 15 percent of general assistance payments, or

$111,150,000, benefitted the severely disabled in 1973.

State and Local Employees' Retirement is an estimate of payments to State

and local government retired employees. Retirements are allowed under both

traditional length-of-service programs and early retirement programs for disa-

bility. Statistical data are reported separately on "retirement under disa-

bility," thus allowing our calculation of the percentage of severely dibabled

expenditures. We must implicitly assume persons retired "undei disability"
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are generally "unable to engage in any substantial employment," and therefore

are severely disabled in the usual sense. If significant numbers are allowed

to retire only when "unable to perform their former occupation," our estimate

of the severely disabled share will be overgenerous. .Keeping this caveat in

mind, we calculate that 8 percent of all retirements under State and local

government retirement plans are benefitting the severely disabled. In 1972

this 8 percent represented $310,000,000.

2. Private Payments

Whole Life Insurance Disability Payments are income maintenance payments

to people who are disabled while covered by disability riders under whole life

-insurance policies. We assume that such policies generally require the bene-

ficiary to be "unable to engage in any substantial employment," and thus totally

disabled by the, usual definition,. We therefore take 100 percent of these pay-

ments as benefitting the severely disabled; in 1973 this amounted to $316,600,000.

O
Federal Life Insurance Disability Payments are transfer payments to people

who are disabled while covered by disability riders under Federal life insur-

ance plans, which include U.S. Government Life, National Service Life, Veterans'

Special Life, and Service-Disabled Veterans' Life. Again we assume that 100

percent of the recipiRnts of those benefits are severely disabled in the usual

labor force sense. These plans benefitted theseverely disabled by-$41,747,000

in 1973.

Private)ealth Insurance Disability Payments are transfer payments to

people who are disabled while covered, by disability riders under private health

insurance policies. Qnce again we assume that 100 percent of the beneficiaries

Ler these kinds of plans are severely disabled. Using this weighting Of

100 percent, we calculate that the severely disabled benefitted by $2,127,741,000

through these plans in 1973.
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Accidental Death and Disability Payments are income transfer payments

to people who are disabled while covered under accidential death and disability

policies. Assuming that 100 percent of these recipients are severely disabled,

'we calculate that this, program contributed $270,725,000 to the benefit of the

severely disabled in 1973.

Automobile Bodily Injury Payments are insurance payments made after.litiga-

tion to injured and disabled persons as compensation for medical costs, pain,

and suffering caused through automotive accidents. estimating the most

severely disabled share, we consider published data
16

which note that 9.7 percent

of vehicle liability insurance payments are for "fatal" or "permanent and total

disability" accidents. We therefore use 10 percent as our estimate of the

share of "automobile" liability returns to the severely disabled; who benefitted

by $406,499,000 in 1972 under this program.

Medical Malpractice and Miscellaneous Bodily Injury Payments are insurance

payments made after litigation to injured and disabled persons as compensation

for medical costs, pain, and suffering caused through medical malpractice and

accidents other than automotive.

Separate eatimates on levels of severity comparable to the Department

of Transportation study previously cited are unavailable. We therefore use

10 percent again as our weighting factor in lieu of better information. This

program benefitted the severely 4isabled by $86,502,000 in 1972.

16., "Automobile Personal Injury Claims," Vol. 1 of Automobile Insurance
and Compensation Study (U.S. Department of Transportation, 1970).
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MEDICAL AND HEALTH CARE PROGRAMS*

Introduction

The medical and health care needs of the most severely handicapped typiCally

begin with medical treatment and intensive rehabilitation, if available, until.

the patient's condition is considered "stabilized" by the physician or the

patient, or until further intensive services become financially infeasible.

Thereafter, routine preventive care, nutrition, hygiene, and minor medical treat-

ment needs are similar to those of the well population.

Two conditions differ, however, in the fulfillment of medical needs for

the most severely handicapped. First, they encounter unusual difficulties

in meeting their needs as a result of their physical condition, their lack

of financial resources, and societal attitudes toward the severely handicapped.

Second, omission of care can be serious or fatal for the severely handicapped.

In addition, after initial medical stabilization special medical and health

care needs also arise from the specific disabling conditions of the most severely

handicapped, and from their activity or mobility limitations. The resulting

needs for somewhat greater expediency, frequency, and reliability of medical

and health care are traditionally met by family or long-term institutional

care, but independent living is achieved by a growing minority and is viewed

by many vis a worthwhile goal. -

Service Strategies

In looking at present medical needs of the severely handicapped, one must

address the two components of these needs: restoration of the person to his/her

highest level of functioning, and ongoing maintenance of general health. Restora-

tion includes two phases. The first is acute care, an intense, inpatient medical

* Florence Stroud prepared some of the background material used in this
section.

-'r
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regimen involving an array of medical, nursing, therapy, and support services.

After discharge, a secondary phase begins which involves a'period of outpatient

visits and home care needed ,tci continue the rehabilitation process. This second-

ary phase should enable the disabled person to achieve optimum functional capabil-

ity and prevent physical deterioration.

Maintenance of health in general for those 4,ho are severely disabled involves

attention to both acute conditions which require hospitigization, as well as

to minor medical problems. Ongoing health problems may be related to the person's

disability, or they may be common to all individuals, such as'infections, malfunc-

tion of certain internal processes, and dental problems.

Both restoration and routine maintenance of health are carried on in hy

variety of settings. The conceptual model of the health care delivery system

that is most convenient for the purposes of this report is one consisting of

four levels including tertiary care, secondary care, primary care, and home

care (which includes self-care).

Tertiary: Tertiary medical centers are regional facilities housing highly

specialized personnel, such as Spinal Cord Injury Centers. Although everyone,

including the severely disabled, may need the services of regional medical

centers sometime in life for a severe illness, the disabled most often benefit

from care in this setting at the onset of their disability or at a critical

point in the deterioration of their condition. Medical rehabilitation centers

provide an intense level of treatment either on a one-time basis or again on

readmission for additional care and training. In addition to medical care

and nursing, a variety of social services and therapies are provided for the

purpose of evaluation and retraining, and to prepare patients for more independ-

ent status upon discharge.
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Hospitalization in this kind of facility is extremely costly. Most severely

handicapped persons will only need this level of care once.

Secondary Care: This level of care includes hospitalization in general -

hospitals, community psychiatric hospitals, long-term care facilities, and

skilled nursing and intermediate care facilities. Treatment in these facilities

includes the following:

(1) extensive diagnostic examination

(2) corrective surgery

(3) treatment of serious illnesses and disabling conditions

(4) moderate to severe emergencies

(5) long-term nursing and maintenance care

The handicapped, like the population as a whole, use these facilities

routinely for the maintenance of health care. The disabled also require access

to rehabilitation departments of general hospitals for ongoing therapy for

their disabling condition. Although not equipped for a full range of services

like rehabilitation centers, these units are adequate for followup, short-term

inpatient stays to help prevent deterioration or to augment regionally provided

services.

Long-term care facilities used by some severely handicapped who need 24-hour

care and supervision could, if properly staffed and equipped, provide necessary

shorter-term therapies for the disabled id 8 lees expensive environment than

a hospital. However, in most cases, these kinds of facilities do not provide

more than the most rudimentary kinds of rehabilitative care.
/

4rimary Care: Primary care is typified by routine office visits to a

physician or dentist and can be provided in a variety of settings such as a

physician's or dentist's office, an outpatient clinic, a health maintenance

organization, a group practice, or a dentist's office.
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Primary care is needed by the disabled both in maintaining or augmenting

a rehabilitation program and for routine health care. rSome conditions will

necessitate more frequent physician visits than others. Age will also be a

factor in determining the need for primary care. For instance, heart coti-

tions tend to become more severe with age and'are less amenable to medical

control.
17

The increasing severity of disease may require additional equipment

and drug costs.

Home Care (including Self-Care): Home care visits nurses, home health

aides, physical therapists, attendants must also be available to the severely

handicapped as needed. This type of care is especially critical to these individ-

uals in order that they may maintain a degree of independence outside an institu-

tional setting. Self-care generally includes acquiring the requisite information

and performance skills to assume responsibility for daily personal services, such

as meal planning around sound dietary principles, skin care, safety precautions,

and oral hygiene.

Existing Service Patterns -- Barriers to Utilization by the Handicapped

Geography: Medical care for the severely handicapped is not always accessible.

First, geography plays an important role in impeding delivery of care. Maldistri-

bution of facilities and medical manpower means that persons residing in some

locations cannot receive certain services. Jable 25-1 shows, for 1968, how medical

,rehabilitation facilities are distributed, with some states showing only 0.001

facilities per 100,000 population (Idaho) compared to 0.66 facilities per 100,000

population (New Hampshire).

Hospitals and medictl centers that provide rehabilitation services are

also unevenly distributed, with some urban areas having an excess of inpatient

17. Coronary Heart Disease in Adults in the U.S. 1960-1962, NCHS Series 11,
No. 10.

9
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Table 25-1

Distribution of Rehabilitation Facilities' Among the States, 1968

Number
Number of 100,000

,State Facilities Population (2)

Alabama 5

Alaska (3)
Arizona 7

Arkansas 3

California ----N46

.015

(3)

. .04
.016

.23
Colorado 6 .027
Connecticut 12 .04
Delaware 4 .007
D.C. 4 .005
Florida 8 .012
Georgia 9 .02
Hawaii 4 .005
Idaho 1 .001
Illinois 30 .27

Indiana 9 .017
Iowa 5 .018
Kansas 3 .013
Kentucky 3 .009
Louisiana 10 .027
Maine .2 .002
Maryland 9 .023
Massachusetts 19 .033
Michigan 13 .015
Minnesota 25 .068
Mississippi (3) (3)
Missouri 14 .03

Number of
Number per
100,000

State 'Facilities Population (2

Montana (3) (3)

Nebraska 3 .02
Nevada y 1 .002
New Hampshire 4 .66
New Jersey , 17 .024
New Mexico 4 . .039
New York 61 .334
North Carolina 4 .008
North Dakota 1 .002
Ohio 31 .291
Oklahoma 3 .012
Oregon . (3) (3)
Pennsylvania 35. .297. --'--

Rhode Island 3 .003 4

South Carolina (3) (3)
South Dakota 2 .003
Tennessee 4 .01

Texas 18 .16
Utah 1 .009
Vermont 1 .002
Virginia 7 .015
Washidgton 5 .015
West Virginia 3 .017
_Wisconsin 22 .05
Wyoming . 2 .006

1. Does not include units in general hospitals.
2. 1970 population figures.
3. No data.

-1

Sources: 1968 Directory of Rehabilitation Facilities; Statistical
Abstract of U.S., 1971.
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beds whereas other areas have a real need for more beds.

The geographic maldistribution of medical personnel and facilities in

the U.S. has been widely recognized. Shortages of even the most basic services,

and particularly specialized rehabilitation services, exist in smaller cities,

the Southt and rural areas. Ad we have pointed out, a latge number of the

severely handicapped reside in such places. r

Geographic constraints to medical care for the severely handicapped include

the physical barriers in transportation, and architectural barriers, discussed

in other parts of this report.

Institutional Barriers: The institutions whiCh treat the medical needs

of the severely' handicapped pose operational barriers for adequate service

to those individuals, such as lack of personnel trained in dealing with their

unique medical problems. It is extremely important that certain physical and
a

mental crises experienced by the severely disabled be handled with expert tech-

nical management. However, preventing deterioration of the disabling condi-

tion can many times be carried out by knowledgeable nursing care. Most training

of medical personnel gives only cursory attention to rehabilitation medicine.

Regulation° and traditional methods of handling patients sometimes impede

optimum treatment and full rehabilitation of the disabled individual. Long-

atanding institutional rules tend to be inflexible toward the special needs of

individual° with less common problems.

Coot Barriero: The high cost of medicarcare is felt by most Americans

today, but for a person severely disabled it can especially limit access to

ouch care. The aeverely handicapped, by and large, will qualify for either

Medicare or Medicaid coverage to be described later.

Medicare under'Part B Supplementary Medical Insurance (SMI) requires an

annual deductible, after which the beneficiary is covered for 80 percent of, the
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allowed charges. Certain prosthetic devices are also covered under this Section

Those enrolled in SMI must also agree to pay a monthly premium, or have this paid

by a state welfare agency.
18.

These charges often represent financial barriers to

care, particularly in those States that do not pay the monthly premium.
-

For t hose who qualify by reason of their yearly income, Medicaid pays many

medical expenses, but Sta1tes' restrictions vary as to who is covered and what

kinds of services are paid.

The additional "Catch-22" of Medicaid coverage is the deterrent to find

employment of any conseqUence. Because the costs of health care for severely

disabled persons are sal much greater than the average, they find that only

the most highly paying jobs can provide enough income to allow them to cover

their own medical costs. Employment/in lower paying jobs disqualifies them for

Medicaid and does not provide sufficient income to cover their medical costs.

Attitudinal Barriers: Many of the people who deal with the medical needs

of the most severely handicapped manifest insensitivity to their psychological

and emotional needs. At the physician level, difficulties often arise over

1
eiffering percep ons of the goals of care. Disabled persons may view care

as helping them achieve some level of self-defined independent functioning.

The physician may perceive the goals to be stabilization of the condition by

prevention of complications and treatment of minor illnesses. Disagreement

over goals can leap to the disabled person's withdrawal from medical care.

Program Options

Long-term strategies for the improvement of medical and health care are

needed in order to resolve such issues as the geographic distribution of

18. Ralph Treitel, "Rehabilitation of the Disabled," Social Security
Bulletin, March 1971.
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services and the appropriate balance of investment in self-care, primary,

secondary, and tertiary care. Medical care policy should be developed in the

context of a coherent approach to the provision of other services such as hous-

ing, income Support, transportation, and geographic mobility.

Before specific courses of action can be seriously proposed, further infor-

mation is also required on the distribution of present and potential unmet

needs,

,/

on the purplus capacity in the existing medical and health service deliv-

ery systems, and on the cost and effectiveness of alternarve service models.

A major factor in any long-term strategy should be greater involvement of the

handicapped population in expressing their subjective needs and preferences.

In the short term, however, some incremental care improvements con be

made without further study. Independent living rehabilitation is an option'

not all the handicapped would choose to exercise, but many who could benefit

do not even consider this alternative. A number of informational and operational

barriers could be reduced at small cost by more effective counseling at rehabili-

tation centers and medical institutions.

At little expense, the basic training of health care professionals could

include education on the physical and emotional needs of the severely handi-

capped, and the development of greaser' sensitivity to the patients' goals in

seeking care. Such training also could be provided to professionals already

in practice.

Transportation and architectural design improvements discussed in other

chapters could increase accessibility to adequate care.

FEDERAL MEDICAL PAYMENT PROGRAMS

This second major grouping of programs includes those Federal efforts

to provide medical payments and services to the disabled. In this category
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we include Medicare; Medicaid, VA programs, CHAMPUS, Maternal and Child Health

Services, Crippled Children Services, St. Elizabeth's Hospital, General Hospital

and Medical Care (a group of programs, escribed below), and Medical Vocational

Rehabilitation.

Federal medical payments for the disabled have been estimated to be $16.0

billion or 18.9' percent of all expenditures on the disabled.19 Using the allo-
.

cation procedure described below, we find that $6. billion or 40 percent of all

Federal medical transfers on the disabled are to the severely disabled.
0.

1;. HEW Medical. Payment Programs'

Medicare is a program of payments to cover the reasonable cost of hospitali-
SI

zation and medical care for eligible persons, including nonroutine services

of doctors, nurses, outpatient clinicg, rehabilitation facilities; and extended

care facilities. gible perso include all those over 65. In addition,

-beginning in FY 1974, Medicare also covers disabled persons after 24 consecutive

monts of entitlement to Social 40curity Disability Insurance, and persons

uti izing hemodialysis treatment (after an initial 3-month waiting period):

. -

Although this is a large program both in terms of both total expenditures

and recipients, data are not reported in terms that permit accurate calculation

of payment to the severely disabled. As a first approximation, we have consider-
-

ed two facts.: First, we have mentioned above the Saad Nagi estimate that 17

percent of all eople above 65 years old can .be lInsidered severely disabled.

Second, we cou reasonably expect the severely disabled to have higher medical

bills than their counterparts. Combining these facts allows us to conservatively

estimate that 25 percent of Medicare expenditures benefit the severely disabled.,

19. Again; for,thit page we are including just Federal funds, not Federal
funds plus Efate and local matchings. See footnote 15..
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Data problems hamper us from better estimation. For1973, Medicare payments

tothe severely dis led were estimated to be $2,259,750,000.

Medicaid is a rogram.of grants to states to provide financial assistance

to meet the medical needs of Certain eligible recipients. All Supplemental

Security Income recipients and other "medically needy" (at each State's option)

\
are the eligible population. Because of the discretion at the State level

as to .1;t1 services are allowed and what the "medical needs" of public assist-

ance recipients are, it is difficlt to aaialyze this progr4m. However,,we

'have made an estimate of the share benefitting the severely disabled, using

the source of entitlement to benefits as our basis. Data obtained from the

National Center for Social Statistics indicate the following breakdown of

Medicaid payments by eligibility:

Eligibility

OAA-type
AB-type
APTD-type -

AFDC recipients
"Medically indigent"

Payments
(percent)1

. 38
1

-)21
35

t 5

Recipients
(percent)

22

1

,9

63

5

We can construct a weighted average using the same conseriative estimates

for 84verely disabled shares as used before: 17 percent of OAA-type, 100 percent

of AB-type, 100 percent of APTD-type, .15 percent of AFDC, and 50% of "medically

indigent." The resulting estimates are that 34 percent of total payments and

24 percent of total recipients receive Medicaid assistance because of severe

disability. This procedure yields an estimate of $2,924,000,0004as Medicaid

''expenditures on the severely disabled.

A

Maternal and Child Health Services and Project Grants are formula grants

to-support ,tate agencies in the provision of treatment programs designe to

reduce the incidence of'iniant mortality, prnmote maternal health, and to

660



644

ti

help fund specific programs designed to reduce the occurrence of mental retarda-

tion. A wide range,,of routine health services, preventive medicine, and sets-
..

ices for disabled children are encompassed in these two programs. Estimates

of the portion of total expenditures that are attributable to "disability,"

e:g., assistance for congenital handicaps or mental retardation; are available

and suggest that 9 percent is an accurate figure.20 We have taken all of this

9 percent as benefitting the "severely disabled," although this may be somewhat

of an understatement of the scope of these programs. The magnitude of aid

'for the severely disabled, derived using the 9 percent figure is $37,098,000

for 1973. Fr

Crippled Children Services is a program of formula grants to provide medi-

cal and related state services to crippled children and children with crippling

diseases; priority is granted to areas of economic distress. Lacking more

specific information as to the range of severity in the disab ed children treated,

we have taken 100 percent of these payments as attributable to severe disability.

Thus the full $129,800,0 of expendituresenditures is fcluded.

St. Elizabeth's Hospital provides treatment and care for mentally ill per-

sons who are either beneficiaries of the Federal Government or residents of

the'District of Columbia. We have allocated 100 percent of these payments

as benefitting the severely disiibled. We base this estimate upon the presence

of a mental limitation necessitating hospitalization, therefore preventing

the patient's pursuing his or her normal societal role. Thus $37,721,000 is

our e
f
timate of the payments, relating to severe disability.

General Hospital and Medical "are represents direct Federal ayments for i

nonmilitary medical( care through such agencies as State hospitals\ commun
A

a

20/ J. Kakalik, et al., Services for Handicqkt Youth: A Program
Overview, The Rand Corporation, Report R-1220-P FW:MH ,-1973).

-r
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hospitals, and Indian health facilities. 'Information concerning this program

has been obtained from the Office of Research, and Statistics, §ocial Security.

Administration.
21

Because lof- the aggregated nature of these totals, it is diffi-

cult to calculate a clear' percentage related to severe disability. As these

payments are heavily weighted toward long-term hospitals, such. as community

sanitariums or State psychiatric facilities, we have estimated that 70 percent

of payments are attributable to severe disabilities. The aggregation of numerous

services in this total would imply that we have at best a gross. estimate.

The magnitude of aid to the severely disabled, $563,290,000, should thus be

considered in this light.

Medical Vocational Rehabilitation is A program of medical, surgical, and

hospital. treatment to remove or reduce' disability. Based upon a study of the

disabilities and characteristics of vocational rehabilitation clients of the '

Federal-State vocational rehabilitationprograM, we estimate that 41 percent

of these payments benefit the severely disabled. (For a complete explanation,

see the Vocational Rehabilitaticin section below.) The share of the severely

disabled under Medical Vocational Rehabilitation is estimated to be $$0,811,000.

2. Non-HEW Medical Payment Programs

The Veterans Administration has a program of care and treatment of eli-

gible veterans in Veterans Administration Hospitals, other approved hospitals,

and extended care facilities. The program also covers nonroutine outpatient

services. Eligible in terms of descending priority are veterans with service-

connected disabilities seeking treatment, whether related to their disability

or not, and veterans wth nonservice-connected disabilities who are unable

to obtain or pay for needed medical services at private facilities. Our estimate

1974.

21. Data obtained from,NanCy L. Worthington of that office, November.
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that 75.percent of these payments benefit the severely disabled is based upon

a weighting scheme developed in previous research at Rutgers University. 22

For this scheme, Federal hospital discharge data were weighted by level of

severity, using relevant ICDA diagnostic codes. The result was that about

75 percent of hospitalization payments were for chronic, long-term conditions.

Applying this percentage to the VA medical program, we estimate that

$1,915,425,000 was spent.on the severely disabled in 1973.

Civilian Health and Medical Program of the Uniformed Services (CHAMPUO'

is a program of payments for the dependents of both active duty and retired

military personnel for hospital services,and medical care related to illness

and injury. AlthoUgh it seems apparent that these payments are disability-

related, those payments related to:"aevere disability" are not separately

obtainable. The services covered by these payments are roughly parallel-with

programs like Blue Cross -Blue Shield. For this reason our estimate of the

most severely disabled beneficiaries and payments is the same 16 percent for

that program. (See description of Blue Cross-Blue Shield in the section on

private programs.) We estimate that $64,360,000 of CHAMPUS funds are for the

severely disabled.

NON-FEDERAL MEDICAL PROGRAMS

This final section provides additional information on State, local, and

4altri ate ical programs. As explained in the section on non-Federal transfer

payments, although these programs are not under the Secretary of Health, Educa-

v.

tion, and Welfare, but it would be arbitrary to exclude them from this discussion'

alt8gether.

22. Cost Burden of Disability and Effects of Federal Program Expenditures
(New Brunswick, N.J.: Disability and Health Economics Research, Bureau of-Economic
Research, Rutgers University, 1974).
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The public programs include Workers' Compensation, General Assistance,

and General Hospital and Medical Care. The private medical payments include

Blue Cross-Blue Shield and other forms of medical insurance coverage. The

total State and local medical payments to the severely disabled are estimated

to be $3.5 billion in 1973. Private medical care for the disabled is esti-

mated to be $3.3 billion in the same year.

1. State and Local Medical Payments

Under Workers' Compensation all States and Puerto Rico mandate vendor

payments for medical services for workers who are unable to work or have suf-

, fered scheduled losses because of occupational injuries or illnesses; the level

of such support varies among jurisdictions. Data from the Nitiopal Council

oh Compensation Insurance for July 1974 indicate that 30 percent of all medical

payments are received by that 1 percent of cases classed under "Permanent Total"

or "Major" injuries and illnesses. We therefore assign 30% of all medical

payments to the benefit of the severely disabled. The fact that 1 percent

of all recipients receives nearly a third. of all medical payments reflects

the grossly higher costs of severe disability both in terms of the longer dura-

tion of care per incidence, and the more intense nature of services provided

per incidence. We estimate this program benefitted the severely disabled by

$420,000,000 in 1973.

General Assistance programs provide State and local vendor payments for

medical services to the needy who are not eligible for medical services under

other Federal-State assistance programs. Because of State-by-State differences

in the programs, little information is available as to how these vendor payments

are stratified among various degrees of disability. We have.weighted these

expenditures by taking the same percentage used for the*Federil-State Medicaid
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program, '34 percent. On this basis, we estimate that $36,694,000 was spent

under General Assistance in 1973 for medical payments to the severely disabled.

General Hospital and Medical Care represents that portion of expenditures

for general hospital services which are borne by State and local governments,

such as funds to state and community hospitals. Aggregation of data again

forces us to use a loose estimate that allout 70 percent of these funds benefit

the severely disabled. As under the Federal General Hospital and Medical Care

program, these expenditures are mostly to long-term care facilities.
23

We there-

fore estimate,that $3,030,440,000 benefitted the severely disabled under this

program in 1973.

2. Private Medical Payments

Blue Cross and Independent Hospital Insurance Coverage provides payments

for hospital care necessitated by illness or injury to persons covered under
r

Blue Cross and independent group hospital insurance plans. It is estimated

diet 47 percent of Blue Cross and Blue Shield medical payments are made because

of long-term conditions or illnesses, sometimes involving several short hospi-

24
talizations. Although this 47 percent represents long-term conditions, it

may not be suitable as a proxy for severity. As a conservative estimate of

the share of payments that go to the severely disabled, we have taken 16 percent

or .34 of the 47 percent of payments. Our weighting by .3°4 is based upon the

general estimate
25

that 34 percent of all disabilities in the 18-64 age group

23. Private conversation with Nancy L. Worthington, Office of Research
and Statistics, SSA; Noirember 1974.

24. Cost Burden of Disability.
25. Kathryn Allan and, dred Cinsky, General Characteristics of the

Disabled Population, Report N 19, Social Security Survey of the Disabled:
1966 (DREW, 1972).
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are "severe." An estimate of 16 percent implies that $1,231,840,000 of these

payments benefitted the.severely disabled in 1973.

Blue Shield and Independent Medical and Surgical Coverage provides payments

for professional medical and surgical services necessitated by illness or injury

to persons covered under Blue Shield and independent hospital group insurance

plans. Assuming that 16 percent of these payments benefit the severely disabled

(as explained before), we calculate that $621,440,000 was paid out in 1973

to their benefit by these programs.

Insurance Plans Hospital Coverage provides payments for hospital care
if

necessitated by illness or injury fo persons covered under individual hospital

insurance policies. If we use our previously derived estimate of 16 percent;

we can calculate that $862,720,000 of payments under these plans benefitted

the severely disabled in 1973.

Insurance Plans Medical and Surgical Coverage provides payments for profes-

sional medical and surgical services necessitated by illness or injury to persons

covered under individual medicalfand Surgical insurance policies. Again using

our estimate that 16 percent of such payments can conservatively be allocated

to aiding the severely disabled, we estimate that $609,600,000 of payments

under these plans benefitted the severely disabled in 1973..

Accidental Plans Medical and Surgical Coverage provides payments for pro-

feasionsl medical and surgical services necessitated by illness or injury to

4

persons covered under accidental death and disability insurance policies. If

we use our standard estimate that 16 percent of these payments benefit the

severely disabled, we conclude that these plans in 1972'contributed $4,524,000

to the medical well-being of the severely disabled population.
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DIRECT SERVICES

A wide range of services is theoretically available to the disabled through

the provisions in the Social SeCurity Act, the Vocational Rehabilitation Act, and

other Federal legislation, and as a result of the efforts of many State, lit,

and private initiatives. The objective of these services is to help the indi-

vidual function effectively in the society. Some of these programs include

Crippled Children's Services; public health programs; certain social services

under the Social Security Act; Special Education; and programs for particular

disability groups, e.g., the blind or retarded children. In addition, the

Employment Service, Public Assistance agencies, and the Disability Insurance

programs are designed by law to provide benefits and to assist State Vocational

Rehabilitation agencies in providing rehabilitation services for disabled indi-

viduals.

Social services are generally linked to the receipt of income under a

public assistance program, and include various activities performed for the

client with the assistance of a social worker. The followilg definition, used

by the public assistance program, is applicable to all programs providing serv-

ices for the disabled. Social Services are

those activities of social work staff and related specialists
which are directed towards helping the individual client in
one or more areas of functioning (i.e., economic, personal,
family and social) for the purpose of achieving, to the ex-
tent possible, the objectives of stronger family life, social

Oat rehabilitation, self-care, and economic independence for each
individual family'or adult.

Because the categories of services are not precisely defined, there is con-

siderable confusion, in determining whether a tangible service has in fact

been provided for the client. Many impaired persons, even under broad defini-
a

tional interpretations, are natbovered. In terms of social service expendi-

tures, relatively little goes into programs for the aged and disabled.
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)

Disability deprives the individual of the ability to compete equally with

peers who are nondisabled. It is one of the important causes of depen-

dency because it not only prevents the individual from working and receiving

an income, thus contributing to the productivity and purchasing power of the

community, but it also contributes to deterioration in basic skills, a loss

of self-confidence, resulting in despondency, and the need for readjustments

in family life. Traumatic amputation, the birth of a retarded child, or a

stroke all create severe and major adjustment problems. Impairments are also

often accompanied by financial catastrophe, leaving many disabled with less in-

come for other than basic needs. Thus, the service components.address a

serious range of problems.

One of the basic needs of many disabled is to femove dependency through

services which help the disabled person achieve gainful employment or self-

support. The primary program which delivers these services is Vocational

Rehabilitation, although the WIN program also can provide services to the

impaired. Estimates vary from study to study of the number of disabled who

need, want, and would benefit from services to make them capable of working

in a competitive market or in their homes. However, it is certain that a similar

percentage of the disabled with these characteristic6 are excluded from many

programs or find their needs not satisfied.

HEW administers a large variety of service programs impacting on the

impaired, ranging from VR and social services to nutritional programs for the

aged and services for the developmentally disabled. Each has a constituency

of worby persons, but each fails to serve a significant pottion of its potential

clientele. Some, such as Crippled Children's Services, are highly medical

and should be reexamined in light of potential health insurance plans. Others
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are largely oriented to custodial care (Developmental, Disabilities Act, Medicaid,

Social Services), and still others are limited to certain classes (e.g., VR--the

employable disabled, and WIN--the AFDC Employable Disabled).,

In terms of funds, the social service, VR, and educational programs carry

the largest budgets outside of income maintenance, and we will mention these.

The program for persons with developmental disabilities does not have a big

budget, but has an organizational arrangement worth talking about. Some large

special studies of the use of sheltered workshOps and of the needs of the severely

handicapped are in process; many questions raised about these persons will be

answered soon.

FEDERAL DIRECT SERVICES

This major category of programs includes those which are maihly federally

supported and provide various nonmedical services to the disabled: Vocational

Rehabilitation,SOcial Services, Development Disabilities, certain programs

for veterans and dependents, additional programs for alcohol and drug abusers,

and special programs for the deaf and blind.\Federal expenditures for the disabled

in these program} amounted to $1.9 billion or 2.percent of all disability expend-

itures in 1973. Using estimates derived below, we find that $1.3 billion or!

68 percent of Federal direct service program expenditures on the disabled are

for the severely disabled.

1. Social Services

Various characteristics of social services have made it difficult to arrive

at a precise definition of the term. Most social services are provided under

the auspices of the bepartment of Health, Education, and Welfare, find can be

identified in terms of fields and types of service. The former group includes

health services (general health, mental health, and retardation); weifare services,

education services; and vocational rehabil4tAtien services. Within each field
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of service are particular programs which administer social services to the

disabled, and these will be discussed shortly.

Although other agencies (e.g., the Department of Rousing and Urbal:6 Develop-

. Ap
ment, the Library of Congress, the Department of Defense) provide some services

in these areas, in most cases the programs are of narrow scope in terms of

dollar expenditure, amount of service provi4ed, and the number of disabled'

persons affected. Also, these'efforts provide the sam service whether the

individual is disabled or not.

Social services are designed to perform the following functions: (1)

counsel, guide, and inform individuals so as to enable them to use other private

and public programs; (2) refer individuals to other resources in the community;

(3) provide individuals with concrete and identifiable services (such as day

care, homemaking, or meals -on- wheels) which will give them the opportunity

to make use of other programs. These functions are performed by many programs

and include the following types of social services:

1. Prevention

2. Information and referral (to identify the population in need and
match individual needs and system capabilities as each changes)

3. Counseling (perspnal and psychological problems)

4. Medical treatment

5. Education

6. Special training (e.g., speech therapy, mobility training)

.4

7. Vocational training and job placement

8. Sensory aids and other equipment (prosthetics, orthotics, canes, etc.)

9. Recreation and social activity

10. Personal care (e.g., visits by health workers)

11. Other activities performed by social agencies and social service workers

(homemaker activities, day care, adoptions, legal aid, meallt-on-wheels)
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The types of service gived a disabled person depend generally on the objec-

tives of the agency administering the program.: Regardless of the program's

objective, the services offered vary and overlap, based an the skill of the

staff. However, not all agencies provide or are concerned with every field

of service, nor do they use the same method of providing the service. Air

the extent to which the services are provided varies among pritliams and handicaps.

The two programs listed below are all under the Secretary of HEW.

Social Services to Public Assistance Recipients is a program of general

financial aid to assist State welfare agencies in providing welfare recipients,

or potential recipients, with comprehensive services designed to help them

attain minimum dependence on public welfare. These services are provided under
1

Title IVA and VI of the Social Security Act. Title VI, services to aged, blind,
a

and disabled, will be superseded by Title XX in October 1975.

The aggregated nature of this program makes a definitive estimate of the

most severely disabled percentage difficult to obtain. Congressional data

do give the following breakdown of categories of social services under this

program:

Legal Aid to the Poor
Social Services to SSI Recipients
Social Services to AFDC Recipients

5 Percent
20'Percent
75 Percent

We assume that 15 percent of "Legal Aid to the Poor" benefits the severely

disabled (a conservative estimate based upon our lowest estimate of the share

of any program benefitting the severely disabled); that 60 percent of "Social

Services to SSI Recipients" goes to those individuals (our estimate of the

basic SSI program's severely disabled assistance); and that 15 percent of "Social

26. Subcommittee on Fiscal Policy of the Joint Economic committee, Income
Security for Americans: Recommendations of the Public'Welfare Study- (1974)0
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Services to AFDC Recipients" benefits them (our estimate of the basic AFDC

program's severely disabled share). We can thus calculate a weighted average

which demonstrates that 24 percent of social service expenditures benefit the

severely disabled public assistance recipient. This amounted to $514,386,000

in 1973.
27 Note that this approximates the estimate of the Community Services

Administration given to the Office of Handicapped Individuals (OH') for FY

1975.

Developmental Disability Grants to States, Service Projects, and Univer-

sity Facilities are a group of formula grants to States, agencies, and organi-

zations serving persons with substantial handicaps resulting from a neurological

condition originating before age 18. The emphasis is on providing improvement-
in community institutional services for the developmentally disabled. It is

estimated that &ids are spent in the following distribution:28

Cerebral Palsy 7 Percent

Epilepsy 37 Percent

Mental Retardation 56 Percent

We must weight each of these cit4egories to represent severe disability. Phelps
29

estimated that cerebral palsy victims can be classed into three levels of sever-

ity: 50 percent are "selcere," needing custodial.or home care continually;

33 percent are "moderate," needing some care; and 17 percent are "mild." We

therefore take 50 percent of the cerebral palsy expenditures as benefitting

27. Again we have implicitly assumed that the average cost of providing
social services to the severely disabled does not significahtly differ from
the average cost of providing said services to other public assistance recipi-
ents. The likely direction of the error in this situation is uncertain.

28. David Pinder, "A quantitative Study of Developmental Disability Ser-
vices in Texas," unpublished thesis, University of Texas at Austin, 1973.

29. W. Phelps, "Etiology and Diagnostic Classification of Cerebral Palsy,"

Proceedings of the Cerebral Palsy Institute (Mew York: Association for the

Aid of Crippled Children, 1950).
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-the severely disabled. Similarly, the Epilepi4 Foundation of America estimates

that 50 petcent of epileptics are "medically controllable," While,50 percent

are at best partially controllable. TA)refore, we take 50' percent of. the

epilepsy expenditureE as benefitting.the severely disabled. Finally, data

from the SSA survey indicate that 78 of children suffering from mental

retardation are considered severely disabled.
30

Thus, we Consider 78 percent

of the expenditures for mental retardation as benefitting the severely disabled.

Using all the above weightings, we Calculate that 66 percent of all expendi-,

tures under -the developmental' disabilities programs benefit the severely disabled;

in 1973 this amounted, to $22,007,000.

2. Educational Programs

Much of the content of rehabilitation programs for the disabled'is aimed

4t developing the physical rather thanJor in addition to) the mental capacity
C.

Hof the individual. If the goal of rehabilitation is to provide the disabled

with skills and the emotional or psychological strength to reach their highest

'levels of functioning, there is
1

also a need to- emphasize the importance and

advantages of technical schools and institutions If higher education for those

individuals capabil of-benefitting from them. The benefit to society of educat-

ing the disabled person to be productive and independent and to use his capabili-,

ties to the fullest is an accepted fact.' Thus, to provide for equity and equality

of education, the Federal Government sponsors a variety of educational programs "4

for the disabled: vocational educatiori, special education, and to some extent

compensatory educatiodfor the disabled. The majority of these programslare

30. Lawrence D.
Disabling Conditions,
1966 iDHEW, 1969).

1

Haber, Epidemiological Factors in Disability: I. Major
Report No. 6, Social Security turvey-of the Disabled:

. .
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(

1
t J

.supervised by the Bureau of Education of the Handicapped, which provides finantipl

assistance to educational institutions and also to programs providing training
tk.

,

I
.

= I-

'for special education
a
personnel land research and demonstration grants. Table 2

summarizes ta Major Feral programs for education of fhp. handicapped.

The Office of Education (OE) supports v6cational education through the Basic'

Grits to States program and an assistance program to instit tions of 'higher

learning. The former provides 16i all aspects of vocational education including

construction, staffing, and research and development. The latter, program includes

counseling, tutoring, curriculum development, and placement fof lo4-income

and disabled students. About 6 million-per sons are cited as having received

t.
some service under these og prOgrams in FY 1970..'

Special Eduoation programs, like Compensatory Education programs, were

designed to serve the regular school opulation;,... provisions were made later

, for the benefit of the disabled. (The are sometimes targeted to a spelific

\_/

group, e.g., the blind, deaf, or mentally retarded.) Federal programs with the

characteristics mentioned. above include Title III, Vocational Education, and

.Headstart. The major barden of providing special educatiOn falls to State
vic

and local governments, which also determine how much should be spent on the pro-

gram and the quality of services provided. As a result, the amount spent on

6

special education varies across states and'a large percentage ofithe handi-D

capped needing educatio 'services'are unserv%

a. HEW Educations Programs:
,.

Education for the andicapped
.

Programs are those providing support or

formula grants to preschools, schools, State depafiments of education, and
1

universities for assistance to handicadped children through special educational

programa, technical services-to educators, evaluation andconaultation services
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Table 25 -k

Summary of Federal Programs fOr Education of the Handicapped

t. / 4 ° \'

FY 1972 Budget
Program ($ million) .

Education
.. 245.966

EHA-1)
,

37.500
ESEA-Title I / v

,
.

)

.

-ten Actc ,38.384

ESEA-Title III-

Local Education Agencies

'56,381
,*20.100

Headstart

28.000
8973134

33.384
Vocational &ducat
Higher Education Act .. . . . 0.436 ,,

Federal'Schools for Deaf ,

Gailau4et Colleges w.
I

4
7.888

*NTI for Dear 2.907
Kendall School ...... -), 1.212
Model Secondary School . -. 4 2.524

Special Target Groups it ,

Deaf-Blind Centers . . . g * T.500
Early EdUcativn 7.500.
Learning Disabilities (EHALG ) 2.25'0 ,

Instructional Support 57.906
Teaching PefIonrrel ii:

EHA-D e 35.1k5
Educatioi ProfessiOns Development Act

'.

. 6.160
Regional Resource Centers (EHA-C) .

,.

,
3.550

Media
EHA-F , 10,500
American Printingliouse for'the Blind 1.580
Library of Congress t . . , 1.031

Research 10.994'
Research (ElLrE) . : . ....... 10.994

1
I

TOTAL ',314.866

. -

Source: Kakalik, et al., Service for Handicapped Youth: .A Program Over-
= vieU, The. Rand Gorporadon,'".:Tort R-1220-HEW (DREW, 1973).
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t el

for deaf-blind children, and public information' 'services.. We take 100 percent

9

,of these expenditures as benefitting the severely disabled; a. total of $81,152400

spent In 1923 Int the benefit_imLaeverely disabled youth through theseoro-

grams.

.Educationally Deprived Children '14 a program of finadcial aid to States

to extend and improve their comprehensive educational programs for'the benefit

of educationally deprived children enrolled in-State-supported or'operated.schools.

Many factors enter into an assessment of "educationally deprived children." For',

tunately, data are reported separately. for assistance to physically or mentally
6

handicapped children under.t his program.
31.

Of the $1,809,000,000 spent for

educationally depriVed children in.1973, $90,450,000 or_5 percent Was agent

on the handicapped. We assume that this entire 3 percent was to the benefit.

of the severely disabled.

Gallaudet College'is an eduational institution'providing undergraduate

higher education for the deaf, adult educatiOn,,and graduate training in the

field of deafness. The school also operates model elementary and secondary
r

schools for the deaf children of Washington, D.C. . We estimate that'100 iefcent

of the Federal payments tr this school can' be considered to benefit the severely

disabled because of, the "special education" nature of this college. We therefore

take $13,429,000 as the share for the severely disabled aid.

b. Non-HEW Federal Programs:

American Printing House for the Blind is a nonprofit institute created

to supply materials and equipment for the education of the blind and Visually

'impaired. Some'organizations assess different degree6 of severity to diffekent

blind person0,:based'upon tAt varpus levels of `functional adaptation they

N
* 4

31. U.S. Office of Management and Budget, Catalogue of Federal Domestic

Assistance (1974).
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possess. Ideally we would use such stratification to develop our estimates

of the percentage ofseverely disabled beneficiariies involved in this program,

but we hav:e, been unable to find or'create an applicable system. As dfiret

approximation, we,have taken 100 PerCent as the most severely disabled share.

In 1973 this prograffi added $1,07,000 to the tote elpenditures for the se9V,erely',

disabled.
t.%' -

/
o-

,Books fortheBlind and physically Handicapped is a program oflibravy

serVices:toblind and physically handicapped residents of the United Statep)

_1
including braille books, lking bdoks, and talking book machines,. Although .

4

'administered through regional libraries, the pikgram i coordinated and,directed

by the Library of Congress. We also take.100 percent of expenditures under

-

this program, or $8,874,000, as related to the severely disabled.

National Technical Institute for the Deaf is a residential'facility for

postsecondary technical training and education.of the deaf. We again consider

3

100 percent of these expenditures as benefittidg. the severely disabled because

of1the "special education" nature of this program. Thus; $7,223,000 was spent
O

by the Federal Government on the severely disabled through this program in

1973.

3, Alcohql and DrugAbuse Programs

The,following four programs are all under the SeCretary of HEW.

The National Institute of Health Drug Abuse Community Service Prdgrams
.

are for support to community centers designed.to rea 11, treat, and rehabilitate

narcotic addicts,.drug abusers, and drug dependent persons. We estimate, based

on our°htandard weighting of drug addiction, that 50 percent of these payments,

benefit the severely disabled. Thus, $54,137,000 was spent .for the most severely .'
A °

io

disabled in 1973.
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St ,p1

Drug Abuse Formula Grants provide financial support to assist the states ,

in planning, establishing, implementing, and coordinating projects to develop

more efficient drug abuse prevention campaigns. utilizing our standard estimate

that 50 percent of all "mental afflictions" are severe disabilities (this as ,

a proxy for addiction), we calculate.that 50 percent of $8,250;000 can be allo-

chted as assistancesto the severely disabled in 1973.

National Lnstitute of Healt hol Abuse Grrants are 'provided to telg .

6

States plan, establish, maintain, coordinate, and evaluate effective preven-
t,

tion, treatment, and rehabilitation projects to deal with alcohol abuse. Agaih

we use oul standard weighting scheme for alcohol or drug abuse, and aasert that

50 percent of the expenditures under this program benefit the a e sly disabled.

A Thus, $16,500,000 is attributable to severe 'disability in 1973 thr gh alcohOl

abuse grants.

National Institute of Health, Scientific Communication and Public Education

yl
is a program to insure the fullest poysible dissemination of information on

4cohole drug abuser and mental health tfirciugli fullTseale programs. and educational

activities. This program has,a different emphasis than the previouslyionsidered

,NIH alcohol and drug abuse programs'. Where those programs emphasized the'trest-

-

ment aspect of drug abuse, 'this program is slanted toward the communication

of information on drug abuse to-the scientific community and the general ptiblic.

However, we have been unable to determine a moreAaccurate weighting scheme
4

than,the 5p percent estimate used for the other drug oalcohofNabuse programs.

We therefore estimate that $4,622,000of this prograth's tbtal expenditures
I

in 1973 benefitted the severelyAisabled.

4. Armed ForceaProgr4ms

Veterans Administration Vocational Rehabilitation Service is a program

of counseling, training, and loatis for the ,urrse of restoring employability

' -
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to the veteran with a service-connected disability, o the' extent consistent (-

with the degree of impairment. Using our standard vocational-rehabilitation
. NZ:. /1_ , A

-

Weighting scheme noted above, k,e estimated that 41 percent or $29;501,000 of

e .,.
these expenditures in 1973 benetittfd the,severely diemblea.

.-'

Veterans Administration 9hol and Drug Dependency Program'provi4es medical,

3 A'
social, and vocational rehabilit tion perlices to°the alcohol or drug-dependent

.
. , % .

veteran. It is very atffcult to make generalized statements regarding the

'share of drug or alcOhdkrehabilitation program

disabled. In the light oAconflicting-opinions

our factor, based on the standard edtimate'that

recipients who are severely

, we have used 50-percent-es

50.perceni of all "mental"

sdisabilitie are severe.' We realize that thiZ is a very uncertain estimation
----,

. 1 1

. technique, eaPi ecially given the physical aspect of,addiction. Using a 50 Percent

Weighting, we

disabled.

a

etimate that $23,288,000 was spent in 1973 for thi severely,

Specially Adapted Housing for Disabled Veterans is a prdgram of payments

by the VAtd assist totally-iisabled veteran to acquire suitable houaing,

fixtures, and facilities necesaitated by, tote nature of ther.dianbilties.

, The emphasis is.en allowing the Paraplegic to develdp as much self -sufficienc

as possible. Given the orientation of thisprogramto assisting "totally dio-
' k_

abled veterans," we assume that 100% of total payments benefit'the severely

0

disabled. In 1973 this amounted to $12,891,000.

Specially Adapted Autos for Disabled Veteans is aprogram of direct pay-.

meats by thesiMA to severely disabled iretOrans to,assist in the purchase of

suitably adapted automobiles,Lor to pay for the aaaptation of a standard vehicle,

consistent with the veteran's limitations. .Again, we take,100 percent of these

expenditures as aiding the severely disabled. We recognize:41es in various

vocational rehabilitation Programs, that a ;creii benefittini frad this-program

4
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ts 1

.0(

may nb longer be!consi4ered severely 4isabled'after being helped.- However, we
* '1

must initially considei the programmatic constraints and take 100 p?rcent as

e our weighting factor. We thus a:include that $V,809 000 benefitted the severely

0

.
disabled in 1973.

1.

Civilian Health and Medical Program of the. UnifOrmed Services - Program

forthe Handicapped provides training and vocational rehabilitation for the

handicappdd and retarded dependants of 'active duty mil

'benetits to be authorized under this program, a separat

CHAMPU adminiatration, the depen ent's diagnosis must
.

itary personnel. For

'e piogr'am of the

represent "moderate

or severe mental retardation or a serious physical handicap
. ,

In addition, "minimal brain dysfunction and related disorder a are conbidered
.

/

°

g condition."

to be serious phystCal handicapping cOnditions to engage in pursuits along

siithhis peers."
32 Given these programmatic guidelines, w4 take 100 percent as

our weighting factor. We therefore estiMate that 41-$30;0,u00 os spent int-r-r,

1973 for the benefit of the severely handicapped Under, this parit of the CHAMPUS

program.
)

/United States Soldiers' and Airmen's Omelis a largely self-aupporting,

'permanent residence for the assidtance'and care of elderly, invalid, or dis-

abled soldiers of the Army oriAir Force who served at least 20Lyeans or suf-
-1

fered brvice-connected disability that.renders°wage-earning impossible. If

we could asceitatn the distribution of residents between the thrpe categories,

a more accurate estimate pf the 'percentage of 'severely disabled residents

could be made; however, data limitations prevent this. We have therefore

takerTlOGLIprcent of these expenditures, or $12,226,000, as benefitting the

Severely disabled.

I. I

32. CHABPUS Fact Sheet, FS32-1/30 (Denver, Colo.:'CHAMPUSr, 1971)
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the progrmas we have identified as benefittingsthe diaabled,.'nearly
I

all also proVIde some benefits to the severery disabled. The exceptions are
I.-

programs of assistance that are temporary or short -term in nature, such

,fordal sick leave plans or State temporary disability ilurance, -The-majority\
1

of disability programs do provide help to the severely disabled in terms of.

income maintenance,v7cational rehabilitation, medical care, and other. services.

We.shall now attempt to examine howboth Vocational Rehabilitation and

other Federal progrma benefit the severely disabled. An examination.af the

program descriptions above indicates that, besides providing sdme vocational

rehabilitation, -programa atisist the severelydisabled with income transferpt.

various medical services and payments, and other types of service_projects.

0

By aggregating certain categoriebof payments we-can better determine the

relative 'assistance to the sseverely disabled.
4 I

Table 25-3 is a summary of federally supported assistance for the voca-

-

tional rehabilitation Of. the.aeloirely disabled. The four 'programa' (besic support,

service project activities, DIricipiento, and malcal-vocational rehabilita-

.

tion) administered by the Department of Health', Education, and Welfare account

for $456 million, wile the Veterans Administration program provides another

$30 million. Theoe five major vocational rehabilitation programs provide nearly

half a billion dolldrs wortheof aervicea to-the severely disabled, 80 percent

of which in from Federal funda.

Thus, given our program -based atteMP't to identify the severely disabled,
/

we can estimate that nearly half a billion dollars in currently spent for their

vocation rehabilitation.' Apauming that the SSA 1966 survey estimate (3:7

million people between aged 18 and 64 unable to work) has not drastically changed

in the intervening 7 years, we can estimate that the average.per capita annual

&
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expenditure on vocational rehabilitation in 1973 for the severely disabled

under thet3e 5 programs 'was a bit over $130.

\

4

able 26-3
,

'Program Expenditures for the Severely Disabled '
Vocationdl Rehabilitation Programs.

($ 000)

*

'DHiW
'

Veterans', Administration

Total

_

'Federal Funds
State & Local
Matching Total.

374,22i

29:01

403,723

' 81,2.5P

-0-

-82,252

456,4 -74

4

' 29,501

485,975''
t

Vocational rehabilitation is only one'of the services through which Fed-

eral programa /waist. ..the severely disabled. Table 25-4 presents a summary of

all other program support to the severely disabled under 'transfer payments*"

"mediCal payments," and "_other direct service payments." .A total'of $24.4

billion was attributable to the severely disabled under these eederal programs.

Just over $3 'billion of this money is, from Statel.oCalmatching funds.

.

For budgetary purposes it is perhaps more useful to view only Federal, '

expenditures under these other support programs,,rather than Federal expenditures
V

;plus state and local government matchings. Table 25-5 presents these data b4

analysis. Federal payments under the three categories totaled $21.2 billion.. If

,

we include Federal payments under vocational rehabilitation prOgrams, the total

iDecomes $21.6 billion. tie therefore conclude that $21.6 billion of Federal funds

.benefitted the severely disabled in 1973, through both vocational rehabilitation

682
.
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Table 25-4

.
.

Program Expenditures for the Severely Disabled(
'Other Federal Support Programs

($ 000)

DHEW

Other Direct
Transfer ' Medical Service
Payments Payments, Payments Total

i 4 ,

.9,259,816 5,913,938 927,736 16,101,490

kVeterans
Adminls. 3,359,066 1;915,425 - 69,4,55 ." 5,344,44,6

) f' o '
Misc.
Federal .

Agencies 2,728;0/II. 102,081 88,674, ..

Total 15,346,963 7,931,444 1,086,365

2'91E4836

24,364,772'

1. Federal expenditures plus mandatory. State and local government Oatchings.

Table 25-5

-2
Federal Expenditures for the Severely Disabled:

Other Federal Suppbrt Programft
($ 000)

DHEW

Veterans

Transfer
Payments

7,798,115

.

Medical
Payments

4,403,169

Other Direct
Service
Payments

731061

Adminic.- 3,359,066 1,915,425 69,955
.

*,

Misc.
Federal
Agencies - 2,728,081 '102,081 _82,357

Tothl ,o, 13,885,262 * 6,420,675 .890,873

c

Total

12,939'045

5,344;446

''2,912,519

I21,196,810

2. 'Federal expenditures only.
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and otheeprograms. This amount represents" 63 percent of all Federal expend=-

itures fbr:the disabied,31
v

Programlaqpinistered, by DREW provided 61 percent of these payments, AT')
,

, .

0-
'

programa provided another 25 percent, while the remaining 14.percent of payments
., .

* were under the jurifidiction of other Federal agencied.
(1.

Given the, survey result° noted earlier, thlt result. would appear to indi-

cao-,that expenditures on the severely disabled are cameiohat_greater than their

proportion,of the total number of disabled might indicate.- If One believed
A

that the needs of the severely disahled.were significantly' greater than the

non-severely disabled, then it would appear' that on an aggregate basis the.
.

current program provides a relatively adequate level of support fck the former

. group. Two abpecta of thia conclupion need further el4oration.Firat, we y

haye,notea the relativealature of the comparison. Itmaylwell be that the

overall support fqx.the.disabled and severely disabled, given their needs and

aocial preferencea, is-inadequate. Second, while noting the grass level of

program expendlre° related to the severely ditrabled, we are unable, without

survey data, to'Providethe necesaary information to*Judge how equitable

the dietributrion of supporels.

We can get spme noei4n of the differential treatment accorded the severely

disabled ire examine the percentage distribution o'L payments to and for the

disabled under four different 4pta f acailtante: tranofeF, medie.al care,

.

:direct Geri/ ea(excruding vocational rehabilitation), and vocational reh0 abili-

tation.

33. In other work we _have ectimated, that $33.5 billtanef federal expen-
diturec benefit the disabled; however, this became° $34.4 billion if allowance°
are made for Food Stamp aooibtance to the diaableN: See An Eyaluation of the

Structure and Function of Disability Frogramar Progress Report Noe 2 (NewhBruna---

wick, N.J.:' Diaability and Health Economics Research,-Blea'Sof Economic Research,
liutgr University, 19-75)..

'
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0 -. T
. Vocational

Transfer. Medical bi_rect Reabill- -
Payments Payments Services tation Tote],

"Severely " 0

'Disabled
\

-
64% 30% , 4i. 2% .7 100%e,

"\
ton-Severely'

Disabled. 21% - 73% v - 2% 4% , 100%

'

It is ent that the.majority of aid to the severely disabled is in the
\\

of lnco e support orlAncome maintenancek There are probably two majOr causes

for this pattern. One .is that since this group of people, have shown an ina-

\ '

bilityHO enjoy "substantial gainful employment," they suffer poverty levels

Of inco4e. Second, given the severe nature of the..disability in these cases,

- there is problibly a belief that varioud service expendituret are unlikely to

have a significant impact.

Nearly all of the

eemaining

for medical care, .probably reflecting

large medical bills and.an inability to pay for these Services. Note that the

non-severely disabled have 73 percent of their payments under medical assis-

(74/
.tance, with most of the balance accruing as transfer payments.

The differences,in the benefit packages provided the severely disabled,

compared to the non-severely disable-d'is even more striking if viewed from

4 alternative perspective. Below we calculate the share of payments received

by each group under each type of assistance.

Severely

Transfer
Payments

Medical
Payments

Direct
Services

Vocational
Rehabili-
tatiod

Disabled 83% 40% 75% 44%

Non-Severely
Disabled 17% 60% 25% 56%

All Disabled -100% 100% 100% , 100%
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we note that 83'percent of all Federal transfer payments to .the disabled go

to the severely disabled; given their inability tcwork, attend school or engage

`- in similai "normal" activity, -this doets not seem unreasonable. The fact that
.

only 40 percent of federal pedical payments to the disabled go to the severe*

disabled is harder to explain. One might expect that their medical costs would

e,
be his er than the costs of the non-severely disabled. -Perhaps the relativg

. .

inability bf medical servicesto correct permanent and severe impairments that

)

lead to severe disability.or the medically stable nature of impairments which

lead to severe disability are significant factors in determining this apparent

low level o f medical supp9rt for the'severely disabled/Federal direct services

A
Co the severely disabled account for 75liegzent of all federal direct services

to the disabled. Tpas most probably refleCts,a higher priority to the more

f.

expensive needs of the severely disabled.. The severely disabled also appear

to be receiving alarge, share. of the funds allocated to vocational rehabilitation.

Again on-this basis alone, it is most difficult to tell how effective or adequate

these expenditures are. Perhaps a detailed analysis of those individuals in

the R-400 file who meet RSA's severe disability criteria could be helpful.

In general, a better breakdOwn of the numbers of.severely and non-severely

disabled would be a great help in analyzing program data. But i certainly

appeari that, less than 40 percentof the disabled are Severely disabled, leading

one to conclude that the severely disabled do get a relatively large part of
104,.

141,,

the money allocated to aid the disabled population. As a word of caution,

we must note that these distribution#1 figures are obviously influenced by

our decislons'regarding which individual programs are included, and what per-

centage of total expenditures under a given program are allocable to the severely

disabled: We feel that our universe of programs is fairlysound and complete.
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we also feel that our weighting schemes area solid attempt at handling the

complex definitional question of what constitutes "severe disability." We are

confident of our conclusion, that the severely disabled as defined through program

regulatio, informati?n, and eligibility criteria receive a large share of

assistance through present Feeral programs, and that the mix of aid they get'

varies from that of the nemsev rely disabled.

Gaps in the-provision of

'disabled are more difficult to

have been'abEe to estimate the
o

under various disability asais

sion about those Severely disc

ransfer, medical, care, and services to the severely

assess under this kind of analysis. While we'

numliersp'of severely displed who do benefit

0

ance programs, we are unable.to reach any conclu-
.

'et' who do not. , We have little information

. . . ,

on those persons who are not receiving services. The necessary complementary°

analysis requires a survey approach 'so th at it would be possible to estimate

the number of disabled meeting a predetermined definition of severity, their

'needs thdt are being met and chose that are not met.

Conclusions

In-this report we 'have estimated that at the Federal, level approximately.

$21.6 billion was being spent in 1973 to assist the 10 million or so severely

handicapped, or approximately $2,200 jer severely disabled individual. Until

the goals of these expenditures in terms of reduction-in poverty, rehabilitation,

,f medical care,, and levels of provision, of Othei services are carefully spelled

out and a detailed program-oriented survey of the severely disabled is done, we

Will, not know how efficiently, equitably, or adequately this money is being

spent. For example* is the nearly $14 billion in Federal transfers being spent

to reduce-poverty or replace lost wages of the severely.disabled, and to what

extent is either outcome being achieved? Are the possille vocational goals

687
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of the disabled being ove looked,, or have we realistically, considered the costs

and benefit of such grog ams and made an efficiency decision after remaining

bound to an equity (eameh w defined) constraint? Are the funda fot the over

1Million,disablec4 worker= under DI being correctly allocated to transfers

and vocational rehabifitation fOr DI recipients?

4
! r

The #nswers 1 these questiohs are difficult, ifhnot irpobsible, to preduce.

We feel that this chapter,describes the current slat of programs and describes
LL

what they do and for whom. Additional alysip is necessary; better data are

I
..,

t. 40

essential. Specific goals are required r developing ograms,to deal.withl

.tAe cons quences of and appropriate social responses to severe dishbility among
14

our citizens.
4

I
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APPENDIX

ti

Mfftt Severely Disabled Expenditures

Data are for FY 1973 unless
otherwise indicated: (A)
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FOOTNOTES

nest = not estimated

nap! = not, applicable

A = data are FY 1972

1. This program began January 1, 1974, and replaces the categorical
programs of APTD, OAA and AB. It is inclu re fQr illustrative purposes

, only. The data are for the last six months of 974, and do_not represent
any projection of a full year's expenditures; these numbers would not be
included in any estimate of total expenditures for t e Severe' disabled
under existing programs in 1973.

2. This program ended January 1, 1974, and its recipients were transferred
to the Supplemental Security Income program. It is included here since it was
funded in 1973; this sum is therefore-included in our totals.

703



ChaVer 26

DISINCENTIVES INCOME TRANSFERS

A'recurrent theme in our inv tigation of the severely handicapped is
t

their consistently lower incomes and theiact that public income transfers

constitute a major source of their income. Problems with these progress ti

clearly are felt throughout the policies designed to rehabilitate this group:

For the most part, the transfer programs tend to group the benefits totOose

who are eligible. For example, an eligible recipient of Supplemental Security

Income might also be receiving some Disability Insurance, health coverage under

Medicafd and/or Medicare, Food Stamps, Social Services and Vocational Rehabili-
.

tation. Most Of the severely handicapped, however, do not benefit in this

fashion. Those who do have a public income transfer, however, almost always

have at least some health benefit under Medicare or Medicaid. Most of those

in institutions receiving public institutional care are covered under Medicaid.

Ip this chapter, the structure of these programs with respect to their

incentives to encourage individuals to work are briefly examined. We point

out that there have been few empirical studies of the effects of such incen

tives, although many individuals reported them.

The essence of the incentive problem can be illustrated by a blind bene-

'ficiary of Social Security Disability Benefits. Counting his ability to work

and earn a little.bit, and the lack of.a means test so that his wife's earn-

ings were not considered, the combined value of his income and medical benefits

was such that he would have to earn an income,after tax and expenses, of over

$7,000 to just equal his present benefits. A rough estimate of his before

tax and expenses earnings level would be about $10,000. Thus; in exchange

fa working full time a full year at about $5 per hour, he would be no better

of7 than not working at all now.
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An estimate of th 6 earnings.of a quadriplegic in need of attendant

care would be $18,000 t cover his expenses compared to the.value of his cur-
.

rently received public care. While these are individual costs of unique in-

dividuals they'point out the nature of the problem with the current programs.

both Social Security Disability Insurance (DI) and in'Supplemental

Security Income (SSI), the definition of disability'is related'to ability to

perform substantial gainful activity. This is defined as earnings of from

t.-.$130 to 200 permanth, regardless of the extent of the impairment or the need

for supporting medical and other services (the blind are exempt from this
o

limitatiod. In each of these programs there is a mandatory, requirement to

refer an individual to VR whenever feanible; i.e., when the dividual is ex-

pected to be able to earVenough income after ehabilitation o go off the

rolls. l,Yet it is clear that there are significant incentives for many of

these severely handicapped persons to appear as non-employable in face of a

'high unemployment rate and income which may be below what they have from the

public program. Indeed, if a male head ot household, can demonstrate disability

sufficient for SSI, his family can often be eligible for Assistance to Families

with Dependent Children (AFDC), the cumulative effect of which may be income

and benefits V2, the total family far in excess of what could be earned.

The award of income transfers often has positive effects on individuals

0
with severe impairments who cannot work. The transfers allow for basic sub-

sistence heeds to be met and are likely to be valued ac much for their pre-

dictability.and ongoing nature as for their absolute amount. With an assured

aource of income, handicapped persons can devote energy to recovery and re-

habilitation, and be somewhat less preoccupied with Ne search for a way to

pay.for food, rent, and clothing. In some instances, this need for income

is. significant the person may not show symptoms of permanent and total

disability and may not be eligible for the current transfer kograms. For
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example, some disabled persons, such as those with multiple sclerosis, have

tetermittent remission and may not qualify as "permanently and totally"\dis-

abled.

The Disability Insurance program Is modeled after the Old'Agt, and,8ur-

vivors Insurance (OASI) program. It is.designed around the same basic retire

ment concept as the aged program. In the'original Social Security get with

the high unemployment of the depressibn period, the OASI provisions were de-

signed to take the elderly out of the labor market ina,maAer which would

permit them some subsistence in a non-welfare, non-stigmatized income transfer

program. To'encourage those ends the requirement for full labor force with-

drawal was imposed' Those currently receiving OASI can work and-earn up to

$2,520 before any reduction in benefits and up to $5,000 before all benefits

are eliminated. Nonetheless, there is still the basic concept of retirement

from wage earning. Wages are the only source of, income which affect payment,

as the benefit is paid regardless of other pensions or nonwage.inc7e.

The OASI program was accompanied with a welfare program designed to pro-

vide benefits to individuals who were not covered by the insurancevinciple

until a mature insurance porgram was in place. At that \time the economic re-

/

covery that was expected and the mature insurance program '(could cause the

Federal intrusion into the State-run welfare pkograms toi,wither away.

When disability became an issue for progr= mi: tic social insurance sup-

port through legislation in 1954, the same basic reti ent notions held. The

idea was focused on the positive side; that is, the concept was that some

workers who became permanently and totally disabled would never earn enoygh

'coverage to make use of the retirement program and could not even participate

in the libor force. At the time, there was no federally supported program for

the disabled. In 1954 the,first step was to establish a "disability freeze"
0

in which a worker's currently insured st..c.Ls .and the basic benefit would not
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be reduced by including, in his average earnings computation for retirement,

the zero earnings during thet me of disability. In 1956 Disability Insurance

paid cash benefits to disabled workers under age 65. Other provisions have

,Pgrown over the years to include coverage for children of retired workers who

have been disabled from childhood and have no expectation of being in the labor

market. These are paid after 18. There is, as of 1972, a 5-month period be-

tween onset of disability and eligibility for payments. Since 1972 tie dis-

abled have been covered by Medicare if they have been on the rolls for more

than two years.

This has created a number of anomalies in the program. For example, a

disabled person who finds a job and goes off the rolls loses eligibility for

DI and Medicare. If the individual comes back, the cash payment may resume,

but he must wait another 2 years for the Medicare benefits. Judging front the

reports we have received, this requirement has created signoificant reluctance
r

to work on the part of many. aeverely disabled.

In 1965 legislation was enacted to require referkal to VR of persons who

' receive benefits under the ipI program. At one point the referrals were

actually made, but the nature of the VR rules was such that a good deal of

redundant paper work was the result'. Since persons had to have vocational

potential, and many of these beneficiaries did not, it seemed that, not too

much was-being accomplished. Eventually procedures were worked out'so that

criteria for actual referral were developed and most of the work is done on

case record reviews. ,When a DI beneficiary is referred to VR and VR deter-

mines that the individual has vocational potential, an estimate is made of

the potential earnings. If it appears that the earnings will be sufficient

to remove the individual from the trust fund rolls, then the Social Security

,Administration will pay for 100 pet-Cent bf the service costs to a State agency,

up to a cumulative maximum of 1.50 percent of the Disability Trust Fund, or a
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cumulative amount of $70 million. When it appears that the individual's earn-

ings will be less than enough to remdve him from the DI rolls, the State agency

treats the individual as a regular case. In some instances the SSA and the

State agency share costs.

It is important to make an additional observation. The definition used

by SSA relates to` performance of substantial gainful activity, (SGA). This is

defined as earnings in excess of $200 per month, regardless of the nature of

the physical condition of the individual. A deaf-blind-quadriplegic who earned

more than $200 per month would not be considered permanently and totally dis-

abled from the DI perspective.

Thus it is easy to see how the stringency of the rules for provision of

VR services significantly narrows the opPOrtunity for the pool of severely dis-

abled to get rehabilitation. W9ohave not mentioned the aged since there is no

requirement for referral on their part and no substantial gainful employment

definition. As,we have pointed out, however, persons over 65 are among the

most severely handicapped and constitute a very high proportion of the indi-

viduals so designated. In March 1974, there were 1.4 million SSI recipients;

2.0 million DI beneficiaries out of which about 600,000 received benefits froM

both programs. Thus about 2.8 million or 67 percent of the estimated number of

severely handicapped, aged 18-64, are covered by one or another of these pro-

grams. A very significant breakthrough in services to this group could occur

simply by extending the trust fund rules for services to this group.

Supplemental Security Income 1)

Problems in the SSI program are similar. The program which SSI replaced,

. -

Aid to the Permanently and Totally Disabled, was a State-run program with

Federal grants-in-aid and some general Federal rules. For the most part, this

program permittedcStates to define the degree of disability which would qualify.

\\
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While this led to unevenness across States, it also permitted persons to be

eligible based on the severity of their condition rather than on some arbi-

trary earnings figure as used in the DI program. When welfare reform under

H.R. 1, of the 92nd Congress was designed, the decision was made to have the

Federal program under the Social Security Administration. With natural re-

luctance to administer two different though similar types of rules, SSA recom-

mended, and the'Congress agreed, that the SSI program should be administered

under the same types of rules as DI. Thus, the character of the -SSI program

moved to a labor force retirement program. The essential difference in'the

two programs now is in the prior earnings history of,the disabled individual.

Where the person was in cored employment and 4a4*gh enough earnings, the

individual is fully.on DI. If the earnings were 10W, the individual may be

on DI with supplement from SSI. If the individual had inadequate prior cover-.

age.for DI, then SSI alone is paid.

Unlike the case with the blind, with AFDC, and with the elderly on SSI,

the provisions for allowing people to work and keep a portion of their earn-
.

ings is severely truncated by the imposition of the earnings factor in the

definition of disability.

Wise points out that the income cutoff has lasted 20 years. The blind

who are exempt from the income- related part of the definition of disability

can earn up to $4,524 per year before total cutoff, while the other disabled

can earn only. up to $2,400.
1

Two personal accounts of difficulties encountered by disabled individu-

als illustrate some of the problems severely disabled persons are forced to

deal with. One individual described by Wise reports receipt of a high level

I: Elden H. Wise, "The Right to Work Veisus Social Security Disability
Benefits," Rehabilitation Literature, March 1974.
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of benefits, over $500 per month, which is necessary for the `support of his..

family (he has six children). He has been an insurance man and wants to work

at becoming independent insurance agent. However, as his clientele builds

up over a substantial pe od of time-, he will earn enough to be cut Off Social

Security, probably long before he can be assured of making anything comparablia

to his present benefits. He would like`to be assured of some financial secur-
.

lients, etc., but under

the present programs, there is noway for him to have thabauity.

ity before taking the risk and making commitments to

Saxon reports that a client was seeking to go back to full-time

but could not afford to pay for the transportation which was necessary dueto

2

the nature of her disability. She sought to be able to exempt her transpor-.

tation costs from her income taxes but was repeatedly told that while one can

deduct expenses for transportation to the doctor, one'cannot do the same for

transportation to work. Under these circumstances, the woman was almost

suaded from going to work. She eventually received an allowance (a "restaur-

ant end housekeeper"
allowance) authorized by a Deptaty Mayor who intervened

in her case. She was thus able to afford to go back to work, but her struggle

for such special recognition wet arduous and is not a procedure available to

most of the disabled.

Another issue related to disability and income maintenance is that some

diseales do not follow patterns of steady deterioration' but may involve per-

iods of deteriorated health alternating with periods in which the individual

3

can engage in some gainful activity. The present income support programs do

not have enough flexibility to provide financial security to such i T1 ividuals

for intermittent periods. This'is another area where research could provide

2. Bridget Saxon;- "A Public'Charte Charges. the Public," Harpers, November 1973.

3. Joe R. Brown, "Recent Studies in Multiple Sclerosis: Inferences on Rehabili-"

tation and Employability," Mayo Clinic Proceedings, October 1969.



694

insight into the necessary adaptations of income maintenance in order that

V
lach'individuals would have access to income to meet their needs.

Another area of concern involves Worker's Compensation wheie the.compen-

.sation laws differ from State to State. The maximum levels of support under

Workmen's Compensation do not meet the objective stated in the legislation,

of providing a substitute income for the worker with a job-related disability.

Berkowitz and Burton compared the maximum benefits for. permanqnt and'total dis-

abilitir with the 1968 poverty line and found that the maximum 1968 benefits

(including any allowances for dependents) did not meet the poverty standard

4
of living for the four-person family ($3,555) in 38 of the 51 jurisdictions.

o

The authors noted that they were examining maximum benefits and, in actual
0,

fact, significant portions of those awarded benefits ao not receive the maxi-

mum. The effect of overlap is minimal, because only 2 percent of workers re-

ceiving Social Security disability benefits were affected by the provisions

that their benefits would be reduced if they were also receiving substantial

5
Workers' Compensation. The author points out that States may be neglecting

to improve their Workers' Compensation coverage because they. expect workers

to be adequately covered by Social Security benefits. It is important to note,

however, that some of the workers are not eligible for Social Security and

that the failure to improve Workers' Compensation Ills a serious effect on

these individuals and their families. s

Workers' Compensation also involves the issue of payment for injury-

related medical care and/or rehabilitation during the period during which the

4. Monroe Berkowitz, Rehabilitating the Disabled Worker: A Platform for Action
in New Jersey (Trenton: the Comprehensive Statewide Planning Project for Voca-
tional Rehabilitation, State of New Jersey, 1972); and John F. Burton, Jr.,
"The Maintenance of Income Objectives in Workmen's Compensation (National Work-
shop on Rehabilitation and Workmen's Compensation, 1974).

5. Burton, Fhe Maintenance of Lncome Objective.
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t

litigation may take place when cases are contested. There is some evidence

that substantial medical debts are accumulated during this period and that

inadequate medical and rehabilitation services may be the result of the pat-.

cents' fear that they may have to foot the bill in the end. Evidence shows

ttalt diagnostic work is obtained by most patients but that followup care is

often not obtained until after settlement. Berkowitz suggests that the delay

in rehabilitation which results may be detrimental to the future employability

of the individual. Furthermore, once a settlement is reached, much of it goes

to the repayment of past debts, and very little goes toward rehabilitation.

Since many of the settlements are relatively low, they do not make it possible

for the individual to set himself/herself up in business, although clients are

sometimes instructed by their lawyers to request settlement on this basis.

Nagi and Riley studied applicants for Social Security, and examined the

differences in physical condition, rehabilitation histories, and access to

sources of income of those onPublic Assistance compared with that of those

6

not receiving Public Assistance. It was found, both by legal definition and

clinical examination, that the disabled on Public Assistance were no less dis-

abled than those not on Public Assistance. Furthermore, their rehabilitation

histories indicated that a higher proportion of those on Public Assistance were

accepted for vocational rehabilitation services and became employed or ready

for employment, and a smaller proportion of their cases were closed as unsuccesq-

ful. By examining availability of income other than Public Assistance, it was

found that the group on Public Assistance did not have access to forms of in-

come which were available to those whowere not on Public Assistance. This

finding supports the idea that Public Assistance-ts,a last resort and that the

6. Saad Z. Nagi and Lawrence E. Riley, "Coping with Economic Crisis: The

Disabled on Public Assistance," Journal of Health and Social Behavior,

December 1968.
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reasons for being on Public Assistance involve need for support not available

froth any other source including earnings.
%,

The recent reforms in SSI to create a work incentive may well work as

an incentive for the blind, for whom the cutoff point is high per year, but

are unlikely to work for other physically disabled people for whom the cutoff

effectively remains at $2,400 due to the definition of disability used. That

is, if one makes $2,400 ($200 per month) he or she is no longer considered
V

disabled. In order to create better work incentives for the severely disabled,

both SSI and DI should drop this provision and establish only a reasonable bene-

fit reduction rate. Then Persons could be selected on the basis of their se-
,

verity and those who chose to try to work would not be penalized.

It is apparent that for those disabled, people who have excessively high

medical expenses, basic reform in Medicatd, or the establishment of publicly

financed, comprehensive health insurance, or a comprehensive public health

service is particularly needed in order to avoid penalizing them for becom-

ing employed. This, of course,, is especially important for the most severely

handicapped, since their medical expenses are often very high. The 2-year

Wait for Medicare eligibility, especially for reapplications, should also be

abandoned.

The disabled veteran's benefits program should be studied and considered

as a model for transfer payments and health care for nonveterans. Its rela-
,

tively high benefit levels, unrelated to earrings, combined with a health

care system, provide a degree of financial and medical s'ecurity uncommon in

our society.

We as a Nation have not developed any clear income maintenance policy

with regard to the disabled which might alleviate some of the problems of fi-
A

nancial dependency and disability. One of the basic conflicts which is apparent

in the literature is the issue of whether it is necessary for the disabled to

4
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Work in order for them not to present too great a burden to the rest of society.

The position which the disabled are seeking involves the right to chose whether

to work or not. Any system which tries to'force the disabled to measure their

lives in terms of work, an area in which it may be more difficult for the dis-'

abled to function than in many others, may do-more harm than good. At the

same time, any system which expects the disabled not to work and does not re-
.

quire that the society make`room for the full participation of the disabled

. who desire to work is also in effect depriving those of the disabled who do

wish to work a basic source o fulfillment and a way in which they might con-

tribute a' great deal to the society.

Because of the nature of the continuing value placed on work,'there are

substantial punitive aspects to income maintenance programs. ny attempt to

change the structure, of such programs and to alter their negative efforts to

the disabled should take into account the values of the society and the ways

in which they contribute to the difficulties of the disabled individual in

being financially dependent. While various suggestions have been offered re-

garding alternative forms of income maintenance for the disabled, there has
.14

been too little discussion and research into the need for developing a coherent

policy. If such a policy were established, many of the contradictions in the

present system would become appaient. Suggestions which are included in the

literature include specific alterations of specific programs, such as a fund

to cover medical and rehabilitative expenses of those injured workers who are

involved in contested cases while seeking Worker's Compensation. Other kinds

of suggestions include a guaranteed income, as well as national health insur-

ance. Certain other programs can serve as examples of kinds of changes which

could be made in other public income maintenance programs. For example, vet-

erans' benefits for those with service-connected disabilities, involve partial

7
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levels of support for.differing levels of severity of disability, and the

veteran can go back to work without losing benefits. Experimental research

on the effects of different income maintenance strategies on the disabled and

severely disabled population has not been done. Hence more research is needed

to help in the formulation of policy on, income support strategy. Furthei'more,

the income maintenance strategy chosen should reflect a national examination

of the roles which can open up for the disabled in terms of varying ways in

.=.$

which they can contribute to the society.
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Chapter 27

PROGRAMMATIC OPTIONS FOR PROVIDING
SERVICES TO THE SEVERELY 151S/61ED

In this section we will explore some of the options which follow from

the previous material. It should be understood that from our perspective, as

contractors, we cannot weigh the complex of factors that real policymakers do

in allocating their values and aspirations, and so our "weighting" of various

factors attempts to be neutral. Where we may have inYtroduced some bias into

the discussion is in our attempt to keep the discussion focused on key points;

several logical combinations of options may not to discussed. If there are

five factors with only two options on each, there are twenty-five poss,ibie com-

binations. We are dealing with a far more complex Situation, so the theoreti-

cally possible 'combinations are very great. We believe, however, that we have

presented the key factors in such a way that policymakers can make their own

variations.

OPTIONS FOR ILR

We have made the case that for most of the severely handicapped there

is now the ability to provide services not being provided widely or equitably

to a large number of persons.' Thus, the technology-for service provisions is

known, many of the services could be feAsibly deliyered, and most persons'would

benefit from such services. Expansion of VR and "pre-vocational" services is

largely a function of the resources availabl and the nature of the labor mar-

ket. These are decisions for the ,ongress d the Administration, primarily

with respect to investments in human capital.

The most crucial decision area is in regard to development of an inde-

pendent living program. The logical options for this are summarized below.

1. Have no ILR program.

2. Expand use of.Extended'Evaluation and add to success outcomes such

as homemakers.

699
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3. Add ILR program.

A. In non-VR agency

B. In separate, but VR-related, agency

C. In vg

1. residual to VR
\ 2. separate from VR

3. single program with VR
4. precedent to VR

only to look at the disabled to,find that they have unmet needs.
140-

Anyone who does so has a desire-to meet those needs. Go to any nursing home,

talkto any senSible person with a severe disability, and you are struck by

an almost overwhelming desire to "do something" for them. The catch, though

comes in looking across many groups or across many purposes-and trying to set

priorities, because there are not enough resources. The choice that has to be
. (

made is almost always cruel. The range of options is limited; to do nothing

for A and use all the scarce resources for B (or vice,yersa); or to make some
4

allocation of resources between the two. The allocation option removes the

guilt-of not doing anything At all and gives the hope that more resources will

be made available if the program is at least in existence. But this option

may flounder by spreading resources so thin that neigher A nor B can work

effectively:

It is this last concern that drives a number of thoughtful persons in

the field to argue that, with the kind of money that is being-discussed (for

example, the appropriation authorization in the 1972 and 1973 bills was $30

million for the first year and $80 million for the third), the VR program

could be greatly helped. Appropriationi for the basic program in the past

5 years have been relatively limited'and inflation has brought about actual

decline. We have discovered,,too, that,the cost of vocational rehabilitation

for the severely handicapped is somewhat greater than for the less handicapped,
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although, given current program operations, not less successful.

If there is another $80 million or so available, it could be easily

I

spent within the confines of the present program. Of course, the assumption 4

).

Ilk

that the money is there to go one way or another may be quest oned. There

could be such resistance that not going ahead with an ILR program y also

mean no new money in VR as well. The Congress and the Administration can

know this better than a contractor.

If the decision is no ILR,program, what does it mean? In means that

0

the population at risk is about where it is now; that is, the services will

or will not be there depending upon whether people can find them, develop

eligibility, do their own advocacy. People in nursing homes or people re-

jected for severity will remain as they are now. This does not, mean they

are unserved but that they are served in the systemias it now exists.

Expand Extended Evaluation and Add Additional Non-Wage Occupational Outcomes

One way to get more to the severely handicapped without setting up a

new program or without simply continuing status quo is to modify the exist-

ing prograM to expand the possibilities for service provision which may end

short of a wage-occupation placement. There are State'directors of VR who

feel that they are achieving ILR through their use of extended evaluation

and through homemaker rehabilitation. The expectations, however, in. these /

cases are that these outcomes must be vocational in nature, and appropriatp;

they are treated as "least choice" outcomes. In parts of HEW, the homemaker

outcome is viewed as a "cheat" when compared equally as'a successful rehabili-

tation With someone placed on a wage-paying job. While such extreme debunking

is 'wrong," it points out the way in which expectations about vocational out-

comes are framed. It is a sort, of "if you say jobs, mean jobs" attitude that

does not accept the benefit of rehabilitation to homemaking or self-care.

As a consequence, some States hold the "homemaker" occupation to be piimarily
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relevant only to women whose occupation was this prior tc coming to VR. If

the Congress and Administration view the self-care, homemaking outcome as in'

fact equally important in what it does for those clients as job placement does

'for others, then expansion of the conditions under which this outcome-is appro-

priate would, in effect, expand the services and number of clients with severe

-handicaps served without vocational objectives. This could even be described

as an outcome appropriate to persons who Already have ad'ob but need the addi-

tional assistance.

An additional outcome would be "deinstitutionalization" as a successful

rehabilitation. The returns to governments of reducing nursing home stays for

people who could, with rehabilitation, move back to the community may be as

great as, returns from rehabilitation .of public assistance recipients. The

logic of calling such self-care another form of "homemaking" follows fr;;--ttte--.,

notion of homemaking as an occupation itself and would fit within the existing

confines of the way the general progfam operates. This-would not, in general,

be another full-blown ILR program, as one of the following options will show,

because it is still based On ability to benefit from services to meet the desired

outcome. One would expect incentives of counselors to remain focused on the vo-

cational job objectives. One would also expect that not all handicapped peons

would feel an entitlement to the program except when the rather clear eligi-

bility criteria are met,

Similarly, the Extended Evaluation concept (EE) could be expanded to

includejestoration to self-care. Many States do not use EE now because of its

ostensible restrictiveness as a tool for decisionMaking. The objective of EE

at this time is to evaluate over a period of time clients of questionable vo-

cational outcome. If the person is unequivocally in or out of the program, EE

is not used. Some directors, however, apparently use this umbrella to provide

ILR servicea.. .That is, they will suspend judgment on feasibility longer than-
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will other directors, handle the individual longer, and thus provide an array

of.services to benefit the individual who is finally determined to be infeas-
t

ible. One procedure that could get more people so served would be a requirement

that the agency not reject a person for severity until he has Undergone a period

of EE. Thus, for the severely handicapped services could be provided and a

period of assessment used to assure that, at end, if a client is infeasible for

VR, it is not for one of the myriad inferior reasons such as rationing, Worker

error, or the like. In the interim, the client will have received an array of

oervices intended to enhance functioning with a vocational objective.

Establish an Independent Living Program

The decision could be to develop an independent living rehabilitation

program with characteristics ranging from modest to major. A small program

whose focus and objective are to receive persons without'yocational potential

who appear to be able to benefit from services would be a reasonable small

start. It would also be reasonable.to think through a major reformlof exist-

ing disability programs around given ends and to make independent living a part

of such programs. We have pointed out how these programs vary with respect to

definition of disability, eligibility, and benefV3 delivered; we have also

pointed out how these are ragmented and tend to be "lumpy" with respect to the

distribution of benefits. We have pointed out how these programs often work

against aft individual's achieving his maximum potential for fear of loss of

benefits. While most of these programs raise the question of employability,

they do so with respect to eligibility and labor marWet retirement as a basis

for b nefits. Therefore, these may be seen as programs for independent living

4:ino r as`ty penalize full vocational rehabilitation.

To pull together in one coherent system the Tong -term care, income maim

tenance, employment, and vocational and social services to be provided, regardless

of which outcome was achieved, would be the outer limit of program revision.

7 .0
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,

.Since the bulk of the following discussion will assume a much smaller

enterprise,.) will here discuss briefly one of several approaches to the grand

sch6e.

If one were to determine that the obj t ve of a disability system for

the severely disabled was to provide medical and restorative services to help

them improve their health and personal functioning, to provide rehabilitation

and social services to help them improve their self-care ancl vocational function-

ing, income to support them through the proceas and to make up for certain costs

of living, and, where appropriate, to keep ehem competitive on a wage basis with

other workers, then one can conceive a single system to which anyone wishing

assistance due to disability could come. Some local assessment team working

from regulations which described objective criteria could establish an assess-

ment which would,be based on the factors used anywhere in the country. Once an

assessment of disability was made and the individual deemed eligible, the team

would then work with .the individual'and family to determine the range of "need,"

such as for nursing care, homemaker services, vocational rehabilitation, trans-
S

portation, income, and the like. An evalyation of individual and family resources

would be responsible for determination of resources in the catchment area and

could the tradeoff decisions with the individual with respect to home care,

community care or institutional care, work versus welfare, and so forth. They

could be responsible for determining., that the adequate availabilityte facili-

ties, services, and the like were present and could make the determination, of

the community level of response. If it were to be modeled on the system in

Poland or Yugoslavia, they could also be responsible for handling the affirma-

tive action program with employers or, indeed, could work out industry-agreed

"quota" placement. Such a system could, in effect, be the intake screen for

all benefit programs related to disability.
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Far fetched? Somewhat. But it is probably .impractical for various

"political," rather than technical, reasons. It would be a political prob-
.

lem of great magnitude, one suspects, to try to get the SSI and DI programs'

changed so that they function to support persons because of the costs of their

disabilitiep, not because their disabilities cause them to withdraw from the

labor market. It will be difficult to get the various social service, rehabili-

tation and medical professions to work that closely together. It will be dif-

ficult to get program administrators to agree to give up the crucial rationing

function of intake. .As a system it would be a multi-billion dollar operation

with hundreds of thousands of employees working'in often nonroutinized opera-

tions. One reason Social Security, for all its expenditures, is jnanageable in

spite of its size is the relative routinization of its work. But to take such

a system and tie, it to one in which individual assessments are made on a an

of discretionary criteria suggests a quality control problem of massive pro-

portions.

Yet it could be done. Much would need to be worked out with respect to

the purposes of the program, the assessment technology, the criteria for who

gets what and who pays, and when. These are the problems of any significant

program development. But all of them are tractable. It would provide a basis

for a place where any disabled person with other than a trivial problem could

go ana\get whatever was needed in a coherent and comprehensive program. It

couldli4ndle some of the problems of long-term care and the kind of disincen-
1,)

a

tives in the current welfare programs, It would take the $22 billion or so

currently 'in the Federal budget for the disabled as a base and redesign the

funds for more efficient and effective use., We are not sanguine this will

happen.

What is more likely is that some program of more modest dimensions,

another program to fit into the patchwork, will be developed with less grandiose

2 .0
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objectives directea at what can be done from a service perspective to make

people without vocational objectives as well off as services can make them.

There are two essential options_on the form.and four options on the place-

ment of such a program.
p

The form options are two. It can be a nongovernment agency or it can

be a government agency. If it is a government agency, it can bain an estab-

lished or a new agency outside of rehabilitation) it can be related to rehabili-

tation but not part of the VR agency, a model much like that'in the old work-
,

evaluapon work-adjustment services section (Section 15 of the Act prior to

'1973), or it can be wtthin the VR agency. If it is within the VR agency, it

can have four relationships to the VR program itself: residual, pre-VR, inde-

pendent referral eb and from, or co-mingled. We will discuss each in turn.

Nonpublic Agency for ILR

When discussing this option for a nonpublic agency we must carefully

define our terms because we are talking about a program being run by private,

nonprofit organizations'but with Federal grants and supervision. Quibblers

may argue that this would make'them public programs, so we make the distinc-

tion in that this voluntary sector would indeed be accountable for the funds

and results and have to adhere to standards but would not be'fully tax sup-

ported.

The idea of such arrangements with the voluntary sector may seem novel

at first, but in fact such arrangements have existed for qug.te some time.

Sheltered workshops, rehabilitation facilities, voluntary,41451zations such
X=

as the Easter. Seal Society, Cerebral Palsy, and Epilepsy Foundations, have

been providing services for the most severely handicapped fop-years, often

with grants, p4chase of service contracts, or other arrangements with public ,

programs. This sector probably has the most dedication and experience in pro-

viding services to the most severely handicapped who have been neglected by

713
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most other pdblic programs. It was such organizations which worked for programs

for the retarded, for muscular dystrophy, and the like. It is they who have

been the mainstay of service provision for parsons with cerebral palsy hand men-

0..

tal illness. If there is criticism it is that they have been too much staffed.

by volunteers without the necessary training, pAssion and advocacy aside, who

may have occasionally done less good than they could have. But over the years

they have developed a degree of professional competence for working with the

public agency castoffs that suggests they must be doing something right.

Another serious possibility to be conside{ed is setting up consumer-run

self-help organizations to fill the vital gap in the disability service delivery

system. Our findings seem to indicate that one of the major reasons why VR

reflects clients for severity is that they lack motivation. One of the factors

we find in persons with severe disability is lar0k of appreciation of their own'

worth. Whether it is the long period of recovery from depression due to the

crippling effects of a serious accident, or the young person for the first time

coming out from under the overprotective environment of the home, not to mention

the "attic" cases one still runs across, the severely disabled person needs- role4

models, examples, energizing of himself to be willing to meet the difficult job

of not being dependent. Public agenciei are staffed with profes sionals. In
V,

many cases they have little time and large responsibilities. Most often they

meet not with people but with clients, not with peers but with the disabled.

Where does one go if one is quadriplegic in an electric wheelchatr to

.find a job, housing, transportation, friends, and love? Not to a public agency.

But there is a'reservoir of strength in a group, where some, perhaps, may,

have "made it," Banded together they often get concessions from public programs

or from reluctant political figures. They can persuade a mayor to assure that

at least all new curbs will have curb cuts, or a governor to forcefully address

requirements for accessibility in buildings constructed with public funds.
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They can swap tales about attendants, find people to repair appliances and

other devices_

We speak here of no ghetto of the disabled but of a mechanism of self-

help. This type of organization can be seen as a resource tQ public agencies.

Counselors seek them out for help with an individual; they in turn, pressure

the agencies to do more than they might for given individuals. A number of
1-44

such programs are already In various stages of development. Perhaps the best

'"
example is the Center for Independent Li,Zring in Berkeley, California.

CIL grew out of the Physically Disabled Student ProgrEim at the Univer-

sity of California, Berkeley, in 1972. It is staffed almost entirely by people

with severe disabilities. As a self-help group they have an aggressive belief

that the blind and disabled have a right to be fully integrated into the com-

munity. One of their primary methods is the development of peer group support,

peer counseling, and peer role modeling. As activists, in addition to being

advocates, they press freely on the reluctances and limitations of legislative

law-making bodies and on tradition-bound agencies whose service focus or array

is adequate to meet their needs. They set up and provide services themselves,

since for many of the severely handicapped the services required are not in

the domain of any given agency; instruction in home remodeling, for example,

or the assurance of equipment repair, or an inventory of experienced attendants.

Then, too, there are,areas which many public agencies will not easily

touch, such as sex counseling for the severely disabled. It is their disabili-
.

ties, their lives, their passion which will, insure continued pressure on social

agencies to make their needs felt and met. It is unlikely that any public
1

agency could sustain such a role.

.

O

While not all such programs need be organized and operated as CIL is,

public policy-makers should investigate the potential ofsuch a model for filling

in this needed function in the rehabilitation system.
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Public Agency Models

Other Public Agency

There is, as one person with great dedication to VR said, no reason,..to

assume that rehabilitation has to be seen as the system that does everything

for the . When one gets to people who are4too severelyAdisabled for
A

al
VR, then they are in need of social seTvices,'retardation services,, mental

health services, but not rehabilitation. From this perspective, the concern

is with "diluting" rehabilitation with what is seen as the vagueness of the

social service programs, or the excessive and inefficient expenditure of money

'for little measurable gain. There is fear that without the specificity of the

vocational outcome, criticisms such as the charge of nonaccountability levied

against social services would slip over into rehabilitation. Decisions to

spend public funds on an individual who may need homemaker or shopping ser-

vices (known as chore services) is seen by many in VR as an invitation to

disaster. Let social services do it, they say. Whi.le we did not do an evalua-
p

tion of what social service programs do with respect to the severely disabled,

we were able to determine that they estimate about $500 million of federal funds

is being spent doing it in FY 1975 out of Title XX, or its precedent Title VI.

However, as is pointed out, litt is known at the Federal level about what is

actually done or accomplished through this route.

If services for meeting the needs ofjpersons in institutions for getting

into the community are unmet or if independent liying services are unmet, why

not see what it is the social services do and why these needs are unmet? Since

the amount of funds is nearly as great as the basic VR program, and the ends

tend not to be vocational in orientation, so goes this line of reasoning, the

Congress should require social services to provide this activity.

For others, the focus, depending upon their primary interest, Would make

the same observation about the developmentally disabled or mental health
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programs. There are service delivery systems to take care of such persons.

If the Congress and the Administration are concerned that they are not doing

well enough, they should probably be focusing their attention and funds on

those systems, not introducing possible conflict, overlap, duplication, and

competition with VR. To.argue that those programs are not doing their job is

to beg the question of why one turns to VR to do it.

It is argued, for example, that there is no capacity in VR to serve

children. There are important programs to serve handicapped children that

could serve as thq basis for such a program better than VR. The same holds

true for the elderly. For the severely disabled, such as certain of the men-

tally ill and the developmentally disabled, there is the fear that the produc-

tion goal of rehabilitation would cut off services to certain persons which
Q

under these other 43.5;tems would be provided. In one visit, one program direc-
.

tor showed proudly the progress that had been made over 3 years with a particu-
d

larly disabled youth. The youth could now dress. A VR director commenting on

essentially the same example felt that it was well and good if they could get

the funds for such work, but he clearly thought they were "wasted" when he

pointed out that he had to close intake for lack of funds for services to per

sons he could vocationally rehabilitate. It was-his preference to leave such

services to the other programs and the question of resources to the political

Incess.

Since our study was unable to find evaluations of the operations of

social service programs, we cannot speak knowledgeably about their relative

strengths or weaknelses. We can speak to the difficulty we had in finding

examples of good cooperation between VR and social services on any kind of

systematic and ongoing basis. This leads us to speculate that if the program

for independent living were to be designed on the assumption that VR and4social

services will wors,together, it is likely to fail. Probably the authority
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'N AhOuld be lodged fully in one program or another. The expectation that, even

within programs for the disabled, good case management, referral, and other

arrangements for the benefit of aNgiven client can cross program boundaries

appears to be without good probability for realization in all but the most ex-

ceptional cases.

There is, of course, no reason to think, of these as totally either/or

conditions. One could imagine the,Congress and the Administration passing

legislation to improve the ability of programs in mental health, social ser-

vices, and developmental disabilities to"do certain things and to assign addi-

. tional ILR program responsibilities to VR. But as we said at the outset, if

we get into too many variations on the themes, the themes will be hard to

follow.

VR-Related, but Other Agency

Section 15 of the 1968 Vocational Rehabilitation Act, authorized an

organizational entity as a service arm to VR and other manpower programs for

performing work-evaluation work-adjustment assessment (WEWA) and services.

The idea was that this autonomous service would better assist other programs

if it were not solely concerned with vocational rehabilitation. The WEWA

technology was to be used for the disadvantaged as well as the disabled and

was not to be the province of any one program. Hence, to expand service to

the nonhandicappgd,disadvantaged without changing VR requirements, this device

was established.

While Section 15 became law, it was never funded except in a few projects.

Thus there is no example to determine how such a set of arrangements as we pro-

pose may work in practice. Nonetheless, the option of an ILR program separate

from, but closely related to, VR would solve some of the concerns of some VR

officials. Many of these persons want ILR, if it is to be, as nseparate pro-

gram'from VR. Their reasons are several. They fear the cost of)ILR services,

728



712

camingled with VR, would be so expensive as to sap t'he'funds from VR. The

second reason is the fear that independent living outcomes may be so much

easier. to achieve that the counselors will not make the extra effort to push

on into vocational rehabilitation. Certainly, if an independent agency were

established with responsibility for ILR, the boundaries would pp clear enough

with respect to funds and the outcome orientation with two separate counselor

staffs. Presumably, any vocational rehabilitation would be in the VR program

and anything short of that would be in ILR. Counselors would simply have to

achieve their own goal without regard to which is easier.

T T R in VR Agency

Of course, the ILR could be set up within the agency that administers

VR with expectation that the organizational-relationships within the agency

could be worked out. If one were to look at the options, they would be most

succinctly described if one thought about decisions about clients and client

flow.

Residual to VR. This approach would have the agency screen clients for

vocational potential. Clients would be selected as now. Only those clients

failing or rejected due to severity would then get ILR services as necepsary.
A=a

Thus, the pool for FY 1972 would have been the 68,000 cases closed in status

08, 28 or 30 by virtue of severity. This option would have the effect of

assuring that at least some benefit is bestowed on those for whom a vocational

outcome is hot possible.

Separate from VR. This approach within the VR agency vivid be to set

up totally distinct unit's, each having its own manpOwer and budget, and to

establish internal agency referal procedures. This option may be so rigid as

to constitute an internal agency option much like'he independent agency re-

lated to VR described above:
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Melange Program. In this approach, there would be no, distinction be-
.

tween the programs. Any handicapped persons arriving at intake would be pro-
.

vided the services from which they could benefit, for as long as they'could

benefit, regardless of outcome. Thus, there could be few "unsuccessful" out-

comes, since most people would be rehabilitated to a vocation or to independent

living.

Precedent Program to VR. In.this approach, the ILR program would, in

effect, be the evaluation arm and service provider as in Extended Evaluation.

All handicapped persons wishing services would apply and be seen by the ILR

program, which would determine that their ILR needs were met, and only then

refer them to VR. Thus the VR program should experience fewer npnrehabilita-

ted because most of the people VR would see would have had most of theirmeeds

met, except for vocational needs.

There is one other area of option which could; influence some of the op-

tions-given above, which were based on services to the individual. In this

model, services may be provided to the family, but only when related to the
7

progrege of the individual toward the goal. In family rehabilitation, the

4amily is the client and the rehabilitation unit. The idea is that the family

is what helps or hurts the handicapped individual, or indeed the nonhandicapped

individual.

The idea of rehabilitating an entire family is probably best described

in the program of the Arizona Job College (AJC). This organization accepted

for rehabilitation intact families of very poor, rural minorities in a small

town outside of Phoenix. The idea-behind it was that it doesn't pay to put a

lot of training into a man to get him a job if his family has never lived in

a house with indoor plumbing or they cannot make nutritious meals. The pro-

gram brought the entire family to the site of the AJC,'where they moved into

traikers with full modern furnishings. They were taught how to deal with,
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flush toilets, garbage disposals, and other modern appliances. While the

breadwinner was undergoing vocational training, the spouse was learning how

to take care of a home, how to buy and cook nutritious meals, how to repair

appliances, and even to acquire a secondary market skill. The children were

in Head Start or special classes. Parent-child training programs were insti-

tuted as well as other counseling on problems such as drinking or wife-beating.

Health care was provided, as waV legal counseling, both because these were poor
0

people with more than their usual scrapes with legality and also because these

are the persons most easily ripped off by the shady Side of the market place.

This is expensive rehabilitation, but it seems to have more promise for

these very difficult cases than the more fragmented way in which it is done in

st
most places. And since no one has ever totaled up what those fragmented costs

may be, there is no way to say for sure this method, with its visible budget,

is or is not more expensive. It'does show promise for being effective.

For the severely handicapped such an approach may also be more effective

Adjustment to severe disability is a family problem. Adjusting to a disabled

person's striving to become independent is a fami4y problem. In some of the.

Mekican-American subcultures the disabled are viewed with such shame that get-
,

ting the family to support the rehabilitation process is very difficult, and

often the program fails. What is needed in such instancgs is not just family

services but family rehabilitation. As A ;nodel it has been tried and found

promising but with many questions unasked,. However, it is clear that this is

a different model for rehabilitation than underpins the options which went

before.

Then there are those who would promote a network of comprehensive medi-

cal rehabilitation centers, much like the spinal cord injury centers or similar

units for other conditions. The logic of this approach is compelling in a

variety of ways. The medical management and medical rehabilitation aspects
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of services to the severely handicapped are significant, ongoing, and often

unfunded by health insurance or public health programs. Giving the individual

intensive Care with respect to his condition and all of its ramifications, in-

cluding selfcare and vocational rehabilitation, has',13 en shown efficient and

effective in such centers. It is expensive care, no doubt, but for the most

part, once the research and training aspects are capitalized, seems to be quite

cost-effective:::-Extension of these medical7professionalpodels into areas

other than spinal injury and stroke, however, raises serious questions of con-

ry

sumer discretion. There are many who feel that these models impose Upon the

otherwise competent individual a crushing expectation of dependency on the

professional's judgment, often without the involverient of the individual.
9

It seems to us that such centers are needed in more places, and with

that they,should be broadened in scope from those now functioning. We feel,

however, that they then become resources to the various State agencies rather

than the primary serVice core. Some` rdgfams.j.ri rehabilitation centerp, such
01- 1 4:

as Texas Rehabilitation Research Institute, have demonstrated some good ability

to take clients beyond the medical dimensions and into the community, but the

ekterience is limited and expensive compared to the need. State 'agency pro-

grams which utilize the strengths of CMRCs more fully for this population,'but

which reserve to th4selves the counseling, coordination, and Casemanagement

role, suggest to us a more viable approach.

Coverage for ILR
. ,

If a program ol independent living rehabilitation took the form inothe

vetoed bills -- that is, a separate program -- the question of who should be .

eligible, must be handled. From some of the preceding options, the eligibility

criteria appear obvious. For a residual VR concept of an ILR program, the

eligibles could be those selected initially as potential VR clients who fell

short. (In such cases it would be important o beon guard for instances
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1

where the counselor accepted clients initially for services, knowing full well

the person day have no VR potential, but was in need of the services.)

Other models are not so clear: A definition of severity must be imposed

if the program is to remain within fiscal constraints and focused On the most

severely disabled. The options for screening the eligibles on th4 basis of

severity and disgbility are roughly as follows:

All of the handicapped could be screened,4but only thcise with proven

lack of VR,potential w uld be referred. The criteria for infeasibility could

range from the current, program, which is highly dependent on age as a proxy,

or it could use standardized instruments nationwide, suchas a Barthel score.

Persons above a certain point would be accepted for ILR i.ther were agree-

ment there was no vocational objective. Vhriaiiong on this theme would include

development of a severity scale and further assessment instruments for deter-

mining motivation and other barriers along, with severity.,

Another method would be one suggested in the previous bills, a cost-

duration model. That model posits that severity can be captured as cases with

long duration and higher than usual or average costs. There are a number of

problems with the cost-duration model, but it does serve the function of being

objective in definition.

There are those who woul,d propose that the ILR program be limited at the

outset to the physiAlly handicapped in the 18-64 age group. The theory is two-

fold. The mentally ill and mentally retarded have service delivery systems,

.
as do children and the aged. It is primarily the phyq.cally disabled without

VR potential that are largely unserved. The second point is that VR knows the

most about the physically handicapped and is most likely to be successful in a

new program. The argument here is that if there is to be growth, the other

groups could come in later when the program was running and expansion would

not be such a difficulty.
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It mugt be decided whether eligibility extends to persons served in

institutional programs, especially the aged. The criteria of age becomes

largely meaningless when looking at ILR. We have pointed out that age is4

partly useful as a VR screen because pf the nature of the labor market, humani-

%

tarian impulses aside. There is no reason to use age at all in ILR when the

outcome could wellfbe enhanced self-care. The screenout criteria may be more

important in such cases. At some point an elderly person with progressive

chronic bin syndrome can oily be watched, not rehabilitated. Neither the

custodial dimension nor t,Ile medical management shou4 be within the province

of the ILR program unless it is to be no more than either name for long-term

care.

In large measusQ, the decision of who will be served is a function of

the policymaker's willingness to make investments. At this time, there is

little firm evidence that retooling part of the VR system to serve the severely

disabled without VR potential will be very good for anyone but the working-age

group of physically handicapped. There are some isolated projects which suggest

that rehabilitation of the aged and of children could be feasible, but on a

small scaleignitially. There is some, but again limited, evidence that i11 a

team situation VR can work with institutionalized mentally ill. However, when

the restoration aspect begins to take on major proportions, especially when that

has little to do with routine medical management as is the case of paraplegics

and quadriplegics, there is substantial ambiguity as to whether rehabilitation

should be involved, even with an independent living objective. For example,

heroin, addicts undergoing methadone treatment may be candidates for ILR, since

,many are poor candidates for VR, judging from current experience. But what

might an ILR role be? The same issue would hold for a chronic schizophrenic

who could be assisted to lea the mental hospital after 20 years if someone
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were to supervise, to assist with adjus nt, to assuremedication is taken,

-but such management is largely the province of long-term care with little con-

cern for rehabilitation even independent living rehabilitation. Given the

g
great promise, though, some suggestions are made for demonstrations into the

issues.

Services to the homebound are also.an area of need, but one which should,

be fully investigated before a major program 1s undertaken. Technological break-,

throughs such as the electric wheelchair have radically changed the issue of

who is homebound; but such significant events are rare and the costs are high.

Not only will the research be necessary but also the marketing of products at

.prices the severely disabled can afford. Thus, we feel that there,are many

persons who are homebound who, like the CIL group, would be not so limited

if they had the motivation, the resources for the wheelchairs, the accessible

homes and jobs and transportation. But then, many persons are homebound less

by tradition and expectation than by their location and age. In rural areas

with limited service and mobility and employment opportunities, and in many

households, it is expected that the severely disabled will be at home. We

must not forget, too, many are so impaired that unassisted motility and self-

care will be beyond them, as is the case with some cerebral palsied persons.

This is not to say that communications, learning, even productive acti-

vity cannot occur. They must occur, however, within the home for the most part.

Many homebound programs, where they exist, still look like medieval cottage

industries relying on weaving, doll-making, and the like. There is; promi6e,

however, for better,, In California, experiments are being made in having

severely homebound personi handle peak-load ti eting requests for airlines,

since they can have phones and the necessary terminals right at home. Since

this also saves the airline-the cost of office space, it seems of advantage to

them. Cable TV whiCh would send and receive two-way cowld become a major

clw
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staining device as well as a way to bring the homebound into jobs where their

responsibilities included observation. Again, these are areas which further

investigation seems called for.

Modifying Other Programs

There are a numbei of suggestions which should be very attractive in

achieving Congressional desires to expand services to the severely disabled.

When vch desire, however, resides in,one Committee and the'program to be modi-

fied resides in another, one feels little hope for success. There are no

particularly ,good mechanisms, it would appear, for one Committee to really re-

late to another with'respect to its concerns, especially when there may be

differences in opinion as well as jurisdiction.

Thus, in a hopeful vein rather than an assertive one, we suggest several

possible candidates that could with quick result open the opportunities for im-

proved services.

For example, a larger proportion of the severely disabled aged 18-64 might

receive Social Security Disability Insurance:-or SSI. This sizeable number could

have vastly expanded assistance if the regulations governing payment for rehab-

ilitation services with 100 percent Federal money were not so narrow as at

present. FOr instance, if the mandatory referral to VR were under conditions

that the individual was to receive those services from which clear benefit

could be received toward a vocational or self-care improvement, far more ser-
.

vices could be provided to far more persons.

If Medicaid and Medicare rules were such that a, screening by rehabili-

tation experts was required,shortly before or after a placement in a nursing

home or other facility, ,i4ith an eye to a program'of rehabilitation for get-

ting the individual into a community setting or his own home, then one would

expect some changes in the allocation of government osts of people in those
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faci ittes, and another source of services to the severely disabled.

Along the line of modifying other programs, it might be suggested that

part of the authority, and the funds, for serving the blind'and disabled should

be moved from Title KX to rehabilitation kf one is convinced that rehabilita-

tion will be more effective than social services.

(
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A. Introduction

OPERATIONAL, DEFINITIONS- OF INDIVIDUALS
WHO ARE

OPERATIONAL,
HANDICAPPED

O

In a previous section of this report, we defined a number of key terms

which are critical to an understanding ofthe major policy issues raised by

4

this study. As.defined in this study, the residual limitation resulting from

a congenital defect, disease
IP

or injuryis an impairmbnt. An individual with

an impairment has a disability if he is unable to perform some key life funct-

ions over.a period of time (e.g., ability to care for oneself). When the

disability is such that the environment imposes impediments to the individual's

goals -- to travel to work, for example -- the individual has a handicap. These

11

definitional conventions provide a useful framework for understanding the results,

of numerous.surveys, analyses, and literature reviews. They are not particularly

helpful, hbw6r, in giving providers of rehabilitation services guida&e in

establishing priorities in serving individual clients.

A frequent criticism leveled at Sta vocational rehabilitition counse-

lorois that they acpt into the rehabilitation process those people who appear

easiest to rehabilitate and reject the more difficult' ones. A second criticism

is that.their eligibility decisions are based on arbitrary factors rather than

objective characteOstics. 1

In this section, we focus on how the Vocational Rehabilitation program

could operationally define individuals who are severely handicapped. A valid

Operational method of defining severity is essential in Order to measure the

progress of State VR'agencies in carrying out the Congressional mandate of

placing prio ity consideration on serving the severely handicapped and to

identify those who might fit under a new program for independent living. We

explore four aeternative methods that may be used to operationally define

severity, including that which is currently published by the Rehabilitation
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Services Administration. These fpur s are b no means exhaustive, nor

are they mutually exclusive. They do suggest, -'er, some of the possible

ways to operationally define severity. The perceived advantages and disadvan-

tages of each of these methods are discussed in the conclusion of this Section,

0
Alternative Methods of Operationally Defining Severity,,

I. Current RSA Guidelines 1

The current guidelines for establishing the sevepitfWfdisabill4/ re-

volve arbund.disability type, although other characteristics of individuals

may be considered. ,,,There are four elements_in the present system. The first

is disability type. Individuals who have particUlar disability types such as

blindness in both eyes, orthopedit impairments involving three or more limbs,

4
or multiple sclerosis, as well as a number of other disabilities are presumed

toe severely handicapped. Other disabilities, may also lead to an individual

being regarded as severely disabled if certain other conditions which render

"the disability more severe are present. 'Examples of this latter group include

blindness in one eye with the other eye defective and epilepsy, if not seizure-

free for two yeur'8.

-Current guidelines on psychotic and psychoneurotic disorders state, that

a person is severely mentally handicapped if that person is now requiring insti-

tutional care in a mental hospital ox psychiatric ward of a.general hospital;

or has a history of being .institutionalized for treatment for three months or

more, or on multiple occasions; or meets the descriptions for moderate or severe.

Finally, individual cases with documented evidence of loss and limita-

tions meeting the criteria of certain Functional Limitations Factors are also

considered to be severely handicapped. In this grouping are those conditions

1. For a complete' listing of the RSA guidelines, see Rehabilitation Services

Manual, Statistical Reporting System. (DREW, 1974).
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whether a single disability or ticombination of disabilities, which when pre-

.,

sented in terms of clinical description and functional limitations, the State
gib

agency can use to determine that a substantial loss of functional capacity and

restriction of activity exists. These functional limitations include: (1) in-

ability to make use of public bus or train; or (2) inability to perform sus=

tained work activity for six hours or more; or (3) disfigurement or deformity

go pronounOed as to cause'social rejection; or (4) speech unintelligible to

nonfaMily members; or (5) inability to climb onelflight of stairs or walk 100

1

yards an the level without pausei or (6) the loss of manual dexterity ar co-
o

ordination sufficient that a client is unable to button buttons, wind a watch,

or write intelligibly.

In addition to meeting one of the criteria specified above, the client

must require multiple vocational rehabilitation services over an extended per-
:

iod of time in order to be classified as, severely handicapped.

The present method used by VR to define has both advantages

and disadvantages.. One of,the major advantages is that it is well knoWn and

widely acdepted by those in the rehabilitation field.. As mentioned previously,

in our nationwide survey of providers of rehabilitation services, the vast

majority of respondents (8p percent) Selt that the current RSA definition

provides an adequate d f ition of severely handicapped individuals for vo-

cational rehabilitation purposes.

Another advantage of the present system is the flexibility and discre-

tion which it affords the counselor in assessing the employment potential of a

prospective client. Counselors generally feel that this discretion is necessary

to accurately assess each casecri an individual basis.

The flexibility of the system can be illustrated by the severe disfig-

urement criteria spelled out previously. In some instances, employers may not

hire an individual because of his physical appearance, although the individual
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may have minimal physical limitations. For example, the client with severe

facial disfi urement may have a high physiCal functioning rating but never be

able to obtain a job on his own because of employer prejudice. The present

system allows the counselor to consider this person as severely handicapped.

The system also permits c ,;ideration of motivational factors and'an.

individual's 'self-image. For example, an individual who would score high on

a scale measuring functional ability may be so distraught by-the nature of

his disability that he cannot face family or friends, let alone a prospective

employer. His emotional, state, then, more than his physical condition may

create the severity of the disability.

Persons with multiple sclerosis, muscular dystrophy,, or sickle cell
Vt

anemia may show little physical dependence but may still need selective and

individualized counseling and placement because of the progressive nature of

their disabilities. These individuals need the correct rehabilitation service

and job placement from the beginning of their contact with VR.

A major disadvantage of the current system is the fact that it does not

explicitly take into account environmential factors such as age, income, or

education. For example, consider the case of the individual who is blind in

both eyes, who had practiced law for a prestigious law firm and earned a sub-

stantial salary over a number of years. According to the current, system, if

this individual became unemployed, he would be classified as severely handi-

capped, regardless of any of the other factors or the level of his financial

assets.

There is another problem with using diagnostic labels to dete'rmiville sever-

ity ',f handicap. It has come to our attention-during this study that many

persons who are blind, retarded, using wheelchairs or otherwise severely dis-

abled in the present system object to the stereotyping which can result from

being labelled "severely disabled." This type of stereotyping is part of the

sr'
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same set of attitudinal barriers they have to face from employers and others

with whom they have to associate.

The ambiguities of the, current system also present some problems. In

the most recent Program and Financial Plan submitted to DHEW, various State

VR agencies claimed that from 15 to 60 percent of their clients were severely

handicapped. The wide range in this statistic suggests that either State agen-

cies are operating very differently in, carrying out the Congressional mandate

to serve the severely handicapped or that the current operational definition

used by State agencies is so vague as to allow for wide reporting discrepancies.

Finally, as we have demonstrated in the chapter on definitions, there

is only a minimal relationship between diagnostic labels and severity as mea-

sured by actual functional limitation. (See Table 27-1).

2. Extended RSA Guidelines

One method for meeting some of the objections to the Current R-300 guide-

lines would be to extend those guidelines so that only subgrOups of each diag-

nostic type would be ccnsidered to be severely handicapped.

As one example, the current RSA guidelines qualify all individuals

afflicted by epilepsy as severely handicapped if they have not been seizure-

free for 2 years. Extended guidelines might classify various types of indi-

viduali according to both the type(s) of seizures they experience and the

frequency of their occurrence, as illustrated by the guidelines used by the

0 2
State of Massachusetts.

Epileptic seizures can be divided into four major types which may

occur separately or in combination. These major types and the frequency of

their occurence are described as folloWs: o.

-2. Massachusetts Rehabilitation Commission, Professional Manual of Policies
and Procedures (Boston: The Commission, 1972).
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Table 27-1

Disability Type by Severity

R-300
Disability

0 Type 1/

Total Barthel Scores
2

Totally
Dependent
(0-20)

Severely
Dependent
(21-61)

Moderately'
Dependent
(62-90)

Slightly
Dependent
(91-99)

° Independent
(100)

Total

N N % N, % N %
Visual 1 5 2 10 2 10 15 75 20 100
Rearing 1 11 8 89 '9 100
3 + limbs 17 19 22 25 24 27 10 11 16 18 89 100
Side 6 15 13 33 4 in 16 41 49 .100
Upper limb(s) 1 3 7 23 7 23 15 50 30 100
Lower limb(s) 3 3 15 14 34 32 _20 19 34 32 106 100
Trunk, back,

spine 4 2 9 5 67 37 31 17-, 71 39. 182 100
Amputations 2 8 3 12 8 33 3 12 8 33 24 100
Mental 2 17 10 83 12 100
Neoplasms 4 50 4 50 8 100
Allergies 1 2 7 17 4 10 29 71 41 100
Blood diseases 1 17 1 17. 4 67 6 100
Epilepsy 1 2 7 16 4 9 31 72 43 100
Cardiac 4 48 304 17 11 90 56 161 100
Respiratory 7 24 6 21 14 48 29 100
Digestive 10° 48 2 10 9 43 21 100
Genitourinary 4 29 / 2 14 8 57 14 100
Speech 1 20 4 80 5 100
Other 1 2 2 5 17 40 9 21 13 31 42 100

TOTAL 28 3 68 8 264 30 122 14 399 45 881 '100

1. The k -300 file contains data on all'persons who contact the Rehabilitation
Services Administration. These diagnostic categories are taken from the 1969
definitions in effect when ,these individuals were closed froM VR. The categories
were altered somewhat in 1973.

2. The total Barthel score is a measure of an individual's' ability to care
for himself and move around.
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a. GrandMal (the great illness) is the most common and most
disturbing of the seizure types. It is a true convulsion.
The following are typical of grand mal seizures; (1) there
may be a premonition (aura) which may consist of a feeling of
dizziness, visual problems, the detection by the epileptic of
a strange smell or strange sound, nausea, or other symptoms,
which the epileptic comes to recognize as the warning of a
coming attack; (2) sudden loss of consciousness; (3) a tightening
of the muscles with the body rigidly extended (the tonic spasm)
which usually lasts from 1 to 3 minutes; (4) jerking movements
of the head, arms, and legs (the. clonic spast) which usually
lasts from 2 to 3 minutes; (5) the recovery period; and (6) a
period of sleep which may last from 5 to 30 minutes or even.
several hours. Grand mal attacks may occur from once a year
to several times a day.

-b. Petit Mal (the small illness) is the next most common form of sei-
zure. This seizure consists of a 'momentary loss of consciousness
without warning of change in posture or muscle tone. There is
usually no confusion following a petit mal attack. Frequency .

of attacks may vary from two or three a week to several hundred
a day.

c. Jacksonian (named for the English neurologist who first described
one) is localized, beginning in one extremity oroside of the
face and progressing through the arm and/or leg on the same side.
Quite often there is no loss of consciousness.

d. Psychomotor (psychic) is the most formidable type of,seizure. .

During such an attack, the epileptic may do things that are
purposeful but are not appropriate to the occasion, actions of
which he will have no memory afterwards. The length of the
attack may vary from a few minutes tO'a.more extended period.
of time. During an attack, the epileptic may apt as if he were
intoxicated; he may be irritable and out of sorts; he may beconie
quite violent and have to be restrained. Frequency of attacks
may he highly variable. It is not uncommon for them to be
associated 151.th other types of seizures, usually grand mal.

Extended guidelines regarding epilepsy might specify for example that

indi-"ViduAls experiencing seizure types (a) and (d) be regarded as severely

handicapped. However, the basic objection to using diagnostic lables as

proxies for severity of handicap would still not be eliminated. It is

evident that the degree to which any individual is severely handicapped by

specific disability depends on a number of factors in relation to both the

individual and his environment. Furthermore, as a survey of individuals

rejected from VR illustrated, there is only a minimal relationship between
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disability type and functional limitation.

3. Functional Limitations Employability Scale

The scale proposed below was devtloped after considering the results of

the survey of persons rejected from VR, and-tte provider survey, which showed

that VR counselors consider age and employment history` important factors in

determining severity. The measures included in this scale emerged from those

two surveys as the variables which, in practice, seem most closely related to

employment potential.

a. Severely Physically Handicapped

While one could list many, many possible criteria for making priority

determinations among the physically handicapped, it is possible to narrow the

list to some of the most important and objective measures of severity. Six

key measures have been identified from the VR and Provider Survey results:

- -Ability to function independently (as determined by the Barthel Index),

--Other functional limitations

--Employment history

--Educational level

- -Communication ability

- -Age

Ability to Carry Out Physical Functions Independently (Barthel Index). The

ability of an individual to physically function independently of others is of

major importance in evaluating his severity of handicap and employment poten-

tial. The ability to function independently can easily be measured by the .

Barthel Index, as we didin our surveys of persons rejected by, the Vocational

Rehabilitation program and of individuals in Comprehensive Medical Rehabili-

tation Centers. The Barthel Index contains nine "self-Care" items which die`
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considered basic to an individual's ability to care for himself and six addi-

tionar "mobility items" which pertain to the ability to move around without

assistance.

The Barthel Index has five categories which measure the extent of depen-

dency in self care and mobility:

Score

0-20 Totally Dependent-

21-61 Severely Dependent

62-90 Moderately Dependent

91 -99 Slightly Dependent

100 Independent

These.s'Cores were derived from the Barthel scale, which assigns weights to

each item on the Barthel Index in the manner illustrated below. The total

Barthel score is considered to be a more accurate indicator of physical depen-

dence.than either of its two subscores, "self-care" and "mobility."

fr
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BARTHEL INDEX SCORING

ADL FUNCTIONS
Can do
be self

Drinking 4
Eating 6

Dressing upper body 5

Dressing lower body 7

Putting on brace or artifi-
cial limb 0

Grooming 5/

Washing or bathing 6

Bladder continence 10
Bowel continence 10

Can do with human
assistance '(someone

else is usually pre-
sent when client
does this)

0

0

3

4

2

0

0

5 (accidents)
5 (accidents)

Cannot do
at all

0

0

0

0

Not applicable
0

0

0 (incontinent
.6 (incontinent

SELF CARE SCORE (MAXIMUM 53)

ADL FUNCTIONS

Getting in or out chair
Getting on or off toilet
Getting in or out of tub -
or shower

.Walking 50 yards on level
Walking up.or down one

flight pf stairs
IF NOT WALKING:

Propelling or pushing
wheelchair

1

Can do
by self

15

6

1

15

10

5

Can do with human
assistance (someone
else is usually pre-
sent when client
does this)

7

3

0

10

5

0

MOBILITY SCORE: (Maximum 47)

Cannot do
at all

0

0

0

0

0

0

TOTAL BARTHEL SCORE: (Maximum 100)

''"

'
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A very lbw score on the Barthel Index (i.e., 0-20) is a necessary and

sufficient condition to establish that an individual is most severely handi-

capped. Such severely handicapped would, in general, not be suited to the

traditional VR program unless a given agency had a special program for the

severely handicapped. An independent living program which included the services

of a rehabilitation facility and/or a special program for job training and

placement, for the severely handicapped (e.g., the program at George Washington

University)3 would probably better suit the needs of these Indi4duals.

Under the. Functional Limitation-"Employability" Scale described here,

individuals with Barthel scores between 21-61 would be classified as severe

for VR purposes and receive. priority consideration for services. For individuals

with Barthel scores above 61, other criteria must be utilized in making final

decisions as to severity. Any one of the criteria presented in the following

paragraphs (other functional 'imitations, poor employment history, llow educational

level, communication impairment, or greater age), in conjuction with Barthel

scores of 62-90, would be sufficient to clasaify an individual as severely

handicapped for VR purposes. Any two of the criteria in conjuction with a

Barthel score above 90 also would be sufficient to qualify an individual as

severely handicapped.

Individuals with Barthel scares above 61 but who do not possess any of

these other characteristics would not qualify as severely handicapped. They

would be eligible for VR services, but would not be given priority consideratibn.

Other Functional Limitations: While the Barthel Index provides a conven-

ient summary scale for measuring independence in self care and mobility, certain

3. Specialized engineering and placement services for the severely handicapped
are provided' under this program.

7
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functional limitation items provide useful supplementary information about an

individual's ability to function in order areas of daily living. In the VR

and CMRC surveys, three items, (1) lifting or carrying weights of 10 pounds,

(2) stooping, bending, or kneeling, and (3) reaching with both arms, appeared

to be.especially discriminating. These items reflect abilities which, in most

instances, appear crucial in evaluating an individual's work potential. Under

the model described here, an individual would be asked if he-could do each item

with no-difficulty, some difficulty, or not at all. If an individual could not

(1) lift or carry weights of about 10 pounds, (2) stoop, bend or kneel,-or (3)

reach with both arms', and had a Barthel score of 62-90, he would then be

classified as severely handicapped by VR.

Communication Ability: The survey of persons rejected by VR revealed

the importance of an individual's ability to communicate with friends, rela-

tives, or fellow wo'kers. It is unlikely that an individual with extremely

low communication skills could secure a job without assistance. The following

communication variables cold be noted at intake and should individual be

impaired in any of them, and had a Barthel score of 62-90, he would be

categorized as severely handicapped. Communication variables include:

Speech (intelligibility) is significantly impdtied (i.e., simple convert-
sation is unintelligible to non-family members.

Hearing is significantly impaired (i.e., deafness or heari
70 decibels in better par with corrections).

loss exceeds

Vision is significantly impaired (i.e., blindiness in both eyes, or blind-
ness in one eye with the other eye defective, or unable to obtain driver's
license for visual reasons).

Emploient History: Another criterion which can be used in conjunction

with the Barthel Index to determine the extent of one's handicap is employment,

history. Those disabled individuals who have been unemployed for four oc more

7 4 9
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years prior to contacting VR are very unlikely to be successful in the competi-

tive labor market. Thus, those individuals without recent competitive employ-

ment and a Barthel score of 62-90 would-be categorized as severely handicapped.

Those with scores above 90, while eligible for VR services, would not be clas-

sified as severely handicapped, and,would not receive priority consideration.

Educational Level: Educational level is another important variable

affecting an individual's pereived employment potential. Individuals

with extremely low levels are generally less likely to be successfully

rehabilitated, since their job possibilities are limited. Those individuals

with higher education generally have the potential to be placed in a

mich wider range of jobs. For example, the individual who has a sixth

grade education, who has worked in a steel factory for 30 years, and who

becomes quadraplegic is not likely to be placed back in his old job. Further-

more, the options available to him are quite limited. In contrast to this, the

college-educated professional who ha4.the same injury has a much greater chance

of returning to his old job or using his educational skills in some other kind

of professional job. Thus, for VR purposes, individuals who have completed

less than 9 grades of school and who have a Barthel score of 62-90 would be

classified as severe. Those with scores above 90 Mith less than aninth grade

education would be eligible for VR services bun would_not be categoriezed as

severe.

Age: Age constitutes another important and easily measurable criterion of

eligibility. It is the common experience of VR counselorn that the older client

is more difficultto place'in employme t.
4

Potential employers seem to believe

4. On the Provider Survey, age was listed by counselors as the second most
important factor in assessing severity of handicap. The VR survey substan-
tiates this in that the average age of persons rejected by VR was considerably
higher than those accepted for VR services, and even though-older persons so
rejected were less physically dependent than the younger persons rejected for
severity.
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that the older individual is mere difficult to train and, once trained, less

lilely to remain on the job long enough to repay their investment in train-

ing. In the employer's eyes, the older individual is viewed as one who will

retire soon, whose health may fail, and who may have more difficulty adapting

erto and coping with his environment than younger persons.

In view of this situation, any individual over 50 years of age with a

Barthel score between 62-90 would be considered undej' the assessment scheme

outlined here as_aeverely handicapped for VR purposes.

b. Severely Mentally Handicapped

In order to educe ambiguities and outright errors in judgment regarding

an individual's rtate of mental health, it would be desirable to have some

objective,`standardized criteria for determining whether an individual is

psychotic, neurotic, etc., and to further delineate those who are most severely

psychologically handicapped from those with lesser handicaps. In the absence

/ of such criteria one must rely on counselor's or psychiatrist's judgments.

At the present time, the most widely used and extensively research perso-^ar
nality test is the Minnesota Multiphasic PersOnlity Inventory (MMPI). While

this or other tests might prove to be useful in differentiating severe from

moderate psychiatric handicaps, research with a substantial number of potential

VR clients with psychiatric handicaps would be required to determine its effi-

cacy as well as the most appropriate form and scoring system to be used. The

issues which should be addressed in such research include the following:

1. Whether the test can relaibly distinguish indivudals who are severely

handicapped from others with respect to vocational potential.

2. Whether the degree of accuracy attained through use of test procedures

exceeds the accuracy of simpler methods more familiar to VR personnel, such as

/co selor's or psychiatrist's ratings of the clients mental state, and past mental
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2

and work history.

3. Which items and/or subscales are necessary to produce the breifest

test version with the maximum information necessary for the task at hand?

Items *hich are generally not included on personality tests such as past work

history and education may be incltided. Empirical research to ceterminethe

proper weights to assign items is necessary if items vary in importance fOr

prediction of severity:

4. Whether simple scoring.and interpretation systems can be constrUbted,

thereby minimizing administrative difficulties in using such a test; and )

5. Whether the use of test procedures is cost-effective, that is, would

testing procedures produce more efficient, more accurate, and less costly scoring,

and increased success in placement, or would they deplete resources better used

for training, placing, or otherwise rehabilitating these-persons?

Regardless of how well the above issues are resolved, it should always be

recognized that no test is infallible, and that individual exceptions can

be made upon the counselor's judgement.

The method currently used to categorize severely handicapped is sufficient-

ly ambiguous to be subject to widely varying interpretations. Previous research

indicates that the consensus between psychiatrists'on even gross distinctions,

such as neurotic, psychotic and character disorder,is far from perfect, and

that the level of agreement decreases considerably when any finer distinctions

(such as severely, moderately, and mildly neurotic) are to be made. However, the

current method of classification must stand for the meent pending further re-

search which is standardized on the VR population and which is designed to mea-

sure that which is being asked--to differentiate the severely mentally handi-

capp.'d, a vocational perspective, and those who are less severely handicapped.

5 2
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With respect to identifying persons with severe phAcal handicaps, the

Functional Limitations Employability Scale has several important advantages

over those discussed previously. Because all of the elements in this scale

(e.g., age, educational level) are operationally defined and relatively easy

to measure, the-same conclusions regarding an individual cleint can be reached

regardless of who administers the scale. In addition, the compoents of this

scale, by all indications, capture the severity of handicap accurately, as it

relates to actual employment potential. Reliability and validity orthis method,

then, are its two key attributes.

Another important advantage of the Functional Limitations-"Employability"

Scale is the ease with which it can be administered.- Rehabilitation counselors

and administrators are not likley to have much trouble in using a scale of this

nature.

The major problem with this method of assessing severity is its relative

lack of flexibility. For example, individuals suffering from early stages of

degenerative diseases, such as multiple sclerosis and muscular dystrophy, might

(

score high on the Bart el scale and not be rated as severely handicapped (there-

by giving theM lower p iority). Most rehabilitation providers, however, would

Want to give these individuals priority consideration. It should be recognized

that it would be relatively easy to make accommodations of this type and still

use this basic model.
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4. Multidimensional Evaluation Scale
5

A major problem in assessing client employability by using any of the first

three methods.is that a number of variables which may affect a disabled person's

degree of handicap and employability, such as motivation for work, family sup-

port, and adjustment to disability, are not included. These variables, which

are subjective in nature and therefore pose measurement difficulties, are

included in the Multidimensional Evaluation Scale (see Figure 1)'. Items from

the R-300 are used but the bulk of the form is committed to counselor ratings

of client functioning in various areas: education, physical functioning, adjust-

ment to disability, and social competency.

All scales have five-point ratings, with the extremes defined. ThecOefini-

tions are viewed by the authors as levels of functioning in relation to employ-0

ment and are designed to eliminate, as much as possible, the problems encoun-

tered in loosely defined'rating scales.

This multidimensional evaluation technique could be used to determine the

severity of handicap by establishing some overall scoring system for, severity;

for example, a score of 96 and above might qualify an individual as being seve-

rely handicapped and thereby eligible for priority consideration by VR.

The major problem with such a scoLing system would be the difficulty of

accurately weighting the various items on the scale relative to each other. For

example, is the client's "health status" as important or more important than

his perceived "decision making ability" in assessing severity? If the former

5. The scale and the discussion which follows is. adapted from materials
contained in a report from the Study Group on Rehabilitation of the Severely
Disabled, presented at the Eleventh Institute on Rehabilitation Services held
during May 20-23, 1973, and sponsored by the Research and Training Center, West
Virginia University. Technical information regarding the development and use of
this technique, is available from Lowell Leharto Technical Project Director,
Department of Institutions, Social and Rehabilitative Services, P. O. Box 25352,
Oklahoma-City, Oklahoma 73125.
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is more important, how much more important is it? These questions are best

answered throtigh empirical research on this instrument.

Another major problem with a method such as this is its apparent lack of

reliability across counselors and caseloads. Nevertheless, the multi-dimensional

evaludtion scale is considered here and presented below because it does provide

a more thorough picture of the multi- dimensional aspects of client "employability,"

andnbecause it is relatively easy to administer.

4

u
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Figure 27-1

MULTIDIMENSIONAL EVALUATION SCALE

1. OVERALL VR PROGNOSIS

A. Anticipated Change in Client's Level of Functioning During Services.

1. Alleviate

2. Improve Greatly.

3. Improve Somewhat

4, Remain the Same

5. Deteriorate

B. Employment Po_t0e=ia 1
1. Presently employed in competitive labor market and will continue on samelob or higher Job

2. Employable at' former job or another job without training

3. Vocational training required; client has training potential

4. Limited vocational training potential

5. No vocational training potential

C. Employment History; To An Employer, the Client's Past Work History Would:

1. Make a very favorable impression

2. Make a favorable impression

3. Seems adequate

4. Seems inadequate, but acceptable with reservations

5. Extremely bad employment history

D. Availability of Facilities and Client's Attitude Toward Temporary Relocation (Minimum of three weeks)

1 All necessarifacilities are available or client looks forward to temporary relocation

2. Client accepts temporary relocation and adjustmenttproblems will be relatively few or will

not be severe or client resists using available facilities

3. Client accepts temporary relocation but may have difficulty adjusting to his new surrounding

4. Client is reluctant to relocate even temporarily and may encounter severe adjustment problems

5. Client strongly' opposed to temporary relocation; adjustment problems would definitely endanger

chances for success

E. Availability of, Transportation

yClien4as easy access to an automobile or itAxpensive public transportation

2: Client must be driven by family, friends, or use taxi, which are avail/Die
3. Client must be driven by family, friends, or use taxi, but these resources are not readily available

4. Many special considerations must be made by the counselor to provide transportation

5. Client is homebound rqr must remain in a hospital or institution

Ii. EDUCATION

A. 13 years and-elle/a
013. 10y 12 years

C. 7 to years

Q. Onto f years

E. Sprecial Eluc'ation
4

0

756.
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III. ECONOMIC/VOCATIONAL STATUS

A. Vocational Level

1. Professional, Technical and Managerial

2. Licensed or certified trades and crafts, or other highly skilled work..
3. Semi-skilled and clerical

\,4. Unskilled

5. Disability status precludes employment

B. Weekly Earnings

1. $100.01 per week and above

2. $70.01 per week to $100.00

3. $50.01 per week to $70.00

4. $10.01 per week to $50.00

5. $10.Q0 per week and below

C. Work Status

1. Wage olsalaried worker (competitive labor market) or self-employed (except BEP)
2. Wage or s̀alaried worker (sheltered workshop), state agency managed business enterprise (BEP)
)
3. Homemaker, unpaid family worker, not working stident
4. Trainee or worker (non-competitive labor market)

5. Not working other

D. Primary Source of Support

1. Own Earnings.

2. Dividends, Interest Rent, and Savings

3. Family and friends, or non - disability insurance (Retirement, Survivors, Annuity, etc.),
4. Disability and kness Insurance (SSDI, Workmen's Compensation, Civil Service, etc.)
5. Public Assistance, ivate Relief, or Resident of Putfit Institution

E. Dependency of Client on Others for Financial,Support

1. Completely independent

2. Approximately 25% of income comes from.sources other than earnings.

3. Approximately 50% of income comes from sources other than earnings

4. Approximately 75% of income comes from sources-other than earnings r

5. Totally dependent on sotirces other than earnings
'fa

IV. PHYSICAL FUNCTIONING

A. General Health Status Other Than Disability

1. Feels good most of the time; has feelings of vitality

2, Generally feels good, but reports minor problems theseem reasonable

' 3. Multiple complaints, which seem Astly reasonable

4. Multiple complaints that seed; mostly unjustified by physical conditiori

5. Multiple compltints that seal totally unjustified by his physical condition

bo,
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1. Totally Independent

2. Ambulatory, but somewhat restricted or with minimal use of devices

3. Ambulatory with major devices, as unassistid wheelchair

4. Ambulatory only with assistance of another person, as assisted wheelchair

5. Bedridden

C. Physical Independent for Tasks Other than Mobility

1. Totally independent

2. Minimal assistance required

3. Dependent for one major or several minor tasks

4. Dependent for several major tasks

5. Constant need for attendant services

F

D. Work Tolerance

1. Minimal restrictions to type of work client can do

2. Occupations' imited to light physical activity but able to work full-time

3. Sedentary work, low stress, or close supervision required; but able to work full-time

4. Unable'to $.4.ork full-time because of mental or physical condition
S

5. Current disability status precludes employment

E. Prominence of Vocationally Handicapping Condition (Including Mental and Emotional)

Handicap is:

1. Hidden and cannot be directly observed

2. Hidden and would only be observed episodically

3. Noticeable only after a period of interviewing, or only slightly noticeable

4. Marked and obvious, noticeable at once and continually manifest

c.

5. Marked, obvious, and continually manifest and will be repugnant to most employers

F. Compensatory Skills

1. Has developed in other skill areas or with the use of devices, almost total compensation

for disability
2. Has significant development in pther skill areas, or with the use of devices, abilities which

help compensate for disability

3. No real development In other skill areas And minimal use of devices

4. Some deterloraticin in other skill areas

5. Sulistantialdeterioration in other skill areas

V. ADJUSTMENT TO DISABILITY

A. Identif(iation with Worker Role

1. Client feels pertonal need to be IndePendent, and do his share

2. Identity to worker role developingbr.deterlorated somewhat sines disability but wants to work

3. Weak Identity to worker role, littft idea of day-to-day work demands

4. Client has adjusted to being dependent; talks of-4rNing but is unconvincing

5. Client strongly1)jdentifies with handicap and clings to dependent role

at

4
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8. Compatibility Amployment Expectations with Client's Personality and Physical Condition

1. Client seems ideally suited. for the work he desires 0

2. Client's employment expectations are reasonable, although not Ideal
3. Client has no ideas concerning possible vocational goals, or his ideas are more "day dreams"

than employment expectations

4. Client's -employment expectations are very unrealistic and impractical

5. Client's employment expectations are so totally unrealistic and impractical, counselor must
work with other professional persons, agencies, or institutions before client can proceed in
the rehabilitation process

C. Client's Confidence in Himself as a Worker

1. Highly favorable, client's self-confidence inspires eonfidence from others
2. Client believes he can and will be a good employee in spite of his handicap
3. Client feels he will become a fairly good employee but exhibits little initiative
4. Client excessively timid or shows unimpressive over-confidence

5. Client can never see himself as being able to hold a job

VI. SOCIAL COMPETENCY

-A. Language Facility

1. Reads and writes well; has no trouble understanding ani communicating common vernacular
and could learn to use technical language'

2. Reads, speaks, and writes adequately; has nno. particular problem filling outemploiient appli-
cations, or holding job interview

3. Reads, speaks, and writes adequately for job applications and interview, but speaks slowly and
May have some difficulty with other than simple written instructions

4. Reads, speaksarid /or writes poorly, and will have difficulty Interpreting even simple written
V. Instructions

5. Almost complete lack of language, functionally illiterate, extremely small vocabulary

B. Decision-Making"Ability

1. Takes strong active role In decision-making

2. Slow to make decisions but makes his own decisions

3. Wants others to make decisions but will take some part in decision-making process
4. Others make decisions for him and manage his personal affairs

5. Will neither help make decisions not take action on help from others; counselor must work
with other professional agencies, persons, or institutions before client can proceed in the
rehabilitation process

Role In Family .

1. Assumes appropriate role

2. Assumes appropriate role but some counselor reservation

3. Participates in familial affairs but evidence of underlying ambivalence toward family
4. -Refuses to assume appropriate role

5. Conscious effoirt'to disrupt family

ti
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1. Good; family shows great deal of understanding of client; very supportive and helpful

2. Moderate; although not Ideal, support is adequate

3. Fair; support given but is inappropriate; evidence 9f underlying ambivalence on the part

of the family
4. poll support given but there is definite indifference on the part of the family toward

client or his rehabilitation
5. Very poor; family definitely non-supportive, strong opposition

et'

L.
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C. Conclusion

The development of an operational definition which accurately measures or

identifies severely handicapped individuals is of critical importance if the

severely handicapped are to be effectively served either by the Vocational

Rehabilitation Program, a new Independent LiVing Program, or some other kind of

rehabilitation effort.

While a number of criteria could be used in making air assessment of

these alternatives, three seem to stand out. The most important

are the validity and reliability of the method for determining severity of

handicap. Does the scale measure what it purports to, and would similar

0
outcomes be obtained by any counselor using this method? Also of importance

is the ease with which the method can be implemented by program providers.

In terms of validity and reliability, the multi-dimensional evaluation

approach appears to be the weakest of the four descr4bed. The variables which

the scale attempts to measure are often subjective and therefore subject to

widely different interpretations by the tester.

The current RSA regulations and RSA extended approach also have reliabili-

ty and validity problems. As noted before, estimates of severely handicapped

ranged from 15 to.60 percent for different State agencies, which suggests that

the reliability of the current method is low. The extended approach might fare

somewhat better if specific criteria for severity.are more thoroughly spelled

out. The primary validity problem in using either RSA method is that there is

'only a minimal relationship:between disability type and actual functional

limitations.

The Pdhctional Limitations - " ployability" Scale, on the other hand,

inoe it is being composed*,of easi y measured and standardized components, is

the most reliable of the four methods discussed. It also appears that this
)5'

rM ;
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method has the highest validity of the four methods considered here. For example,

the Barthel Index scores presented were highly related to other functional limi-

tations in the VR Survey, and all of the other items have an operationally proven,

relationship with employability as attested to by vocational rehabilitation

providers.

The easiest of the four alternatives to administer is the current RSA

approach, since it is relatively easy to determine disability type and no

additional training of counselors or admbinistrators would be necessary. It

would be relatively easy to implement the RSA extended method, although the

finer distinctions within disability types would probably increase, the difficulty

of administration somewhat. The Functional Limitation - Employability Scale'

and the Multidimensional Evaluation Scale are both fairly simple to administer,

but since they are new approaches and, are slightly more complex to interpret,

they would pose somewhat greater administrative problems in making thd change-

4

over and involve more counselor time than the use of the current methods. If

these new methods succeeded in reducing sane of the time normally spent on
f,

client evaluation, however, these additional "costs" might be off-set.

Finally, should be recognized that any system of'assessing severity

will be examined by a wide range of disability groups, all of whom have vested

interests in receiving priority for services within the VR gystet. Represen-

tative of varioits groups should be consulted regarding- major changes which may

affect decisions about which of their memberd.will receive a share of the

services which VR has to offer:,

ts-
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.Chapter ,28

FINANCIAL OPTIONS FOR PROVIDING SERVIWS
TO THE SEVERELY DISABLED

Many possibilities exist for the design and finncing of rehabilitation

programs; we will
)

attempt/to explore some of the major aspects and options.

Again, many of these options can be combined and possible combinations are

innumerable; it is not within the scope of this paper to list all possibilities.

The concepts discussed here are solely for the purpose of guiding the policy-

maker, and no final recommendations are made. 'Only afew changes might be

suggested for VR as it stands. For independent Living, Rehabilitation (ILR)/

however,- new options are possible. Since much of what may be provided in ILR

is in the nature of personal support--i.e., housing modifications, cars, re-

-location assistance mechanisms for cost participation by potential users are

more important.

Financing is discussed along three dimensions: (1) Federal participation,

(2) funding through other programs, and (3) client cost - sharing. At different

points,4we treat different programs serving the disabled in order to illustrate

various financial options.

OPTIONS CONCERNING FEDERAL PARTICIPATION

Options along this dimension include: Full Federal financing, special

revenue sc.i,ing and joint funding between Federal, State and local levels of

gove ent.

Full Federal Funding

Programs fully funded by the Federal Government are generally designed and '

cz.

administered by the Federal Government. These programs tend to insure equity

acrops States by Applying uniform eligibility standards and benefit provisions

763
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on a nationwide basis, thus assuring that residents of poorer States receive

adequate benefits and services. A system of uniform standards and provisions

across States, established at the Federal level, also removes from the States

the burden of setting up and running programs unique to the State. However,

an independent living program designed and administered at the Federal level

may neglect to account for between-State variations in financial and service

needs. For example, a flat 7maintenance" or subsistence payment-that is equal

for all States may be inappropriate for areas with exceedingly high costs of

living and for those with very low costs (although this could be solved by

adopting standards which vary among States). A program which serves an urban

population may not appropriattly serve the needs of a rural population. In

addition, a new federally funded program implies the shifting of even more
wir.41.

State and local burdens to the Federal Government. If it is desired to move

Vocational Rehabilitation in the direction of the most severely handicapped

with concomitant reduction in efficiency, then full Federal financing might

well be considered.

Programs fully funded by the Federal Government are financed through

appropriations from general revenues or by special taxes. OASDI (Old-Age,

SurvivoTtp, and Disability Insurance, or "Social Security") and Railroad

Retirement benefits, which provide cash payments to workers and their sur-

vivors and dependents in the event of the worker's old age, disability, or

death, are financed by a payroll tax, half of which is paid by the covered

employee and half by his employer. (In the case of OASDI, a tax is paid by

self- employed persons on their earnings.) Medicare's hospital insurance,

financed in the same way as OASDI serves individuals aged 65 and over who

are eligible for Social Security or Railroid Retirement benefits, persons

entitled to Social Security Disability Inturance, and persons with chronic

V
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kidney disease. It is non-income-tested and provides hospital insurance in

the fort of payments to providers of inpatient hospital services and post-

hospital care such as skilled nursing facilities and home healthlservices.

Medicare's SupplementaryMedical Insurance, on the other. hand, is

- financed half by general revenues and half by premiums paid by participants

in the program. The program serves persons aged 65 and over or disabled

beneficiaries in the program at least 2 years or with chronic kidney disease

who elect to enroll.and is non-income-tested. Benefits are paid to either

the provider or the beneficiary for medical services and care, home health

services, outpatient hospital services and physical therapy, ambulance, and
.

'certain medical devices, supplies and equipment.

The Supplementary Security Income (SSI) progrlb for the aged, blind, and

disabled, which replaced former Federal grant-in-aid programs to the se groups,

is an open-ended progrhm federally administered program financed from general

revenues which makes direct payments to those who, after income and assets

are taken into account, fall below a certain standard of need under nationally

uniform eligibility standards and benefit levels. Prior to the implementation

of SSI, programs for the aged, blind and disabled were State-administered, or

State-supervised and locally administered; States determined benefit levels;

and funding was Federal-State or Federal-State-local. This allowed or wide

variations among States in benefit levels, treatment oft incom, and eligibility

criteria.
1

1. This discussion 5efers only to the Federal SSI portion and not to
State supplementation of SCSI. The implementation of SSI raised cash benefit
levels in many areas; yet benefit levels were lower than they previously had
been for individuals in 28 States and for couples in 30 States. State supplements
for new recipients are optional with the States; all but 13, States provide
supplementation. For single individuals with no countable income and no special
needs, living independently, State supplements to the Federal SSI payment of
$146 range fronrnone to $123 for the aged and $146 for the' blind and disabled
in Massachusetts. Thus state supplementation of Federal benefits reintroduced
variations in benefit levels.
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Veterans' programs such as compensation to veterans with service-connected
ay

disabilities and pensions to veterans with non-service-connected disabilities

are financed through open-ended Federal appropriations. 0

. A major argument in favor of full Federal funding is that if States have

a great degree of control, wide variations between State programs (and there-

fore inequities) may result, in both population served and services provided.

An example is the Medicaid program, a Fede )4 1-State,program funded from general

revenues to help pay for health care costs of those receiving public assistance

and for "medically needy" persons. Provision oK services to the "medically

needy" population--persons who do not qualify for the program out of "cate-

gorical need" <by virture of being covered by other programs) but who are in

need of services due to low income and who are aged, blind, disabled, or

members of families with dependent children--is optional with the States.

Medicaid also requires the provision of certain services (without specifying

any particular amount, duration, or scope of care), but a wide range of ser-

vices remains optional with the States. Thus, in addition to variations\in

persons eligible for Medicaid, States also diverge widely in the amounts and

types of services offered.
ti ,

As part of a survey conducted, by the Council of State Administrators of
.4

Vocational Rehabilitation (CSAVR), State agency direc'tors were asked about

,r

their preferences for financing an indep ndent living program. Responses

ranged from 60 percent Federal cost-sha ing to 100 percent Federal funding.
P

It is significant to note that almost half of the directors did not favor

full Federal funding. These directors preferred Federal-State matching, on

the grounds that this would allow the flexibility for States to delielop.

practical programs to meet clients' needs at the jecal level and keep the

States responsive to individual State needs. Federal matching would also
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give States an incentive for effort and participation.

Some of those who preferred 10Q percent Federal funding envisioned

difficulties in raising the State share for an independent living program,

feeling that it would be "wed by State legislators'and others as another

welfare program. It was also felt that if matching were required, costs

would be prohibitive for States; and that 100 percent Federal funding elimi-

nates the hassle of getting matching funds.

Special Revenue Sharing

Under a specitl revenue sharing plah a program would have a given Federal

allotment, funds being dispersed to State and/or local governments by means

of an allocation formula determined by population, target population, State

income and/or other State characteristics. Use of a formula.which takes into

account different State and local needs allows the dispersal of the most re-

sources to those States which are in greatest need of assistance in achiev-

ing national goals. It also preserves the role of.the Federal Government as

a redistributOr of income.

Special revenue sharing funds would be dispersed specifying national

policy objectives but allowing State and/or local choice of program means,

thus allowing broad State and local discretion and flexibility in the design

of the program Ind the administration of federally raised funds with minimum

interference from the Federal Government. Thus, while maintaining a national

goal in a specified area, States and localities would be allowed maximum

flexibility in determining how best to serve a population in order to achieve

federally specified goals.

To distinguish special revenue sharing from "block grants" or grants-in-

aid, there is usually no specific requirement that a State contribute a 'given

amount fbr the program aim. Matching requirements tend to deflect State and

767
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.
local expenditures into areas where Federal funds are most available and to

lead to the neglect of nonaided'program needs which are also Important. In

a program established mithout matching requirements there would be no "local

manipulation, and Federal complicity, around the provision of the local match.

Moreover-, the fact that spe'cially shared revenue would all be Federal funds

underlies the national stake in [the program] and the appropriateness of

establishing national goals.
n2

Under a special revenue sharing plan the administrative complexity which

is often a part of grants-in-aidnarrow and inflexible rules and regulations,

applications for grants, reporting, and other procedural requirements--would

be minimized. In the Nixon administration's six initial special revenue shar-

ing proposals of 1971-72,
3
planning was required butt was not a condition for

receipt of funds, and release of funds was not conditioned on prior Federal

approval. There was a requirement for reports to the Federal administrator'

who in turn had to make an annual report to the President and Congress. Thus

much administrative rigidity would be eliminated and States would be freer

to tailor the use of funds to heir specific needs:

On the other hand it can be argued that when localities are alloyed such

broad discretion in the use of funds as would occur with special revenue

sharing, it cannot be certain that all would be able to achieve national goals

in rehabilitation without specific direction or that, without monitoring of

funds, misuse would not occur. Critics of general revenue sharing claim'that

revenue sharing "is not being focused on the neediest States and cities, that

some localities are using it to discriminate against minority groups, and

2. Melvin A. Mogulof, "S ecial Revenue Sharing-in Support of the Public
Social Services," Working Pape 963-16, The Urban Institute, Washington, 1973,

p. 19.

3. The six propo;als weie in the areas of transportation, manpower,
education,, urban community deNclopment, rural communitx,development, and law
enforcement. #
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IL

that citizens have little voice in how shared revenue should be spent."4

Federal/State/Local Funding

Programs which are federally authorized but jointly funded by State

(and sometimes local) goVernmentaigenerally allow greater variation among.

States in terms of program design and administration and reduce the finanCial

burdenon.the Federal Go:lernment. Arrangements under which States contribute

to prograi financing may involve (1) an allocation formula to determine the

,
Federal contribution to. individual States base on such State characteristics

as total pOpuIation, target-population, and income, etc.
5

and/or (2) a matching

ratio that fixes the number of Federal dollars for each dollar contributed' by

a State towards a particular program, possibly variable by State and possibly

subject to a maximum determined by an alloCation formula.

Possible allocation formulae for determining amounts of Federal contri-

butionT to_States include: ,(1) a fixed percentage Of Federal outlays across

all States; (2) a percentage whiCh varies by State according to such factors
,

awper capita income or other measures of wealth; and (3) a percentage which

decreases with itic-01le and rises with the llvel of State "effort."

A program to promote.the independence of the disabled could use combina-.

tions of various allocation formulae and matching rates. There are numerous

precedents for'using multiple allocation rates and matching formulae in the

sale program. For example, under the former programs for the aged, blind, and

4. Joel !Havemann, "Ford to RecOmend Few Changes in Revenue Sharing,"
Natiotal Journal Reports,P January 1975, p. 05.

5. Population .or estimates of target population may be used as factbrs to
measure potential demand or need. Income measures may be used as factors on
theaasumptionothat-making Federal funds more available to "poorer:' States than
"richer" States (i.e., taking into account States' ability to pay) will-stimulate
prpgram growth in "poorer" States and will thereby prevent inequities. The use
of income factors also maintains the position of the Federal Government as a
redistributor of income. .

7
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F

disabled,
6

States were reimbUrsed by the Federal(Covernment for $31 cf

first $37 of the average monthly grant per recipient
4

For mounts IA the

average grants exceeding $37 and up to-.$75, theYederal Gov nment paid

betweenQ to 65 percent based on a formula which wok into 04, count -state

per capita income. States which had a' Medicaidplan had the option of using

.c the "Federal medical assistance percentage" to determ e the Federal share

of assistance paymelipts, which Varied from 50 to" 83 percent and which imposed

, 14,,

no maximum on the Federal share of amounts based on the average grant._ The

Federal Government paid 75 percent of exPenditures for defined services and (
.50 percent of'other administrative costs. State part cipation in the programs

14as mandatory: local participation was optional. deral funds were appropri-

ated from general revenues.

In the CSAVR survey, of-VR directors referr 4 to earlier, some directors

felt that the current' matching riatio in effe for-OiR (80percent'7Federal
/

funding) should algo be used in an ILR pro am in prder t insure equity among .

program recipienta in any jointly adminis ered VRLILR program. ft may be

6desirable for theitILR portion of a join "program to be funded at Er lowei level

than t'he VR portion,'sothat counselo e will not be motivated toward achieving

independent living goals alone when vocational goal may'alaabe
fr.

it were difficult to raise.the State share'extra effort. On the other hail,

for an ILR progra

money to a progra

. on the part of th

(for instancey if legislators and others prefer to dispense
\

that will sh w an economic return by leading to productivity

individual , it might be easier to raise funds if the Federal

match were 90 percent.

The.VR.programhee us =d several combinations of. allocation formulae and

Matching rates. Initial) the allocition formula to determine the maximum

p

'6. Old Age Assist- ce (OAA), Aid to theBlinn (AB),'and Aid to the
ahently and Totally Disabled (APTD), no,0 replaced b% the Supplemental
rity Income progTa .

tiO
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. .

allotment foreach State was based on State population alone, and the matching
.i A

, , e
. 4 ' .

rate'i'which determined the amount af Federal reimbursemerk for State expendit,ir(q.

,

was 50"percent. The minimum allotment for eachrState was $5,000. At present,
I

--

separate authorizations are_made for different types Igf grant programs. Grants

for innovation and expansion of VR programs and services to handicapped indi-

viduals are allotments to States of amountslpearing the same ratio 'to the total
.

/
c

sum appropriated as the States' populationi bear to the U,S. population. The

mi\iimum allotment is$50,000 and Federal matching is 90 percent, as an incentive. I

/"

ants for research, traipAng, special projects, and demonstratidns are mot

-1314)ct to allocation formulae, and matching aft's are often unspecified and /.
4

left to administratiye determination.

Grants for .basic vocational rehabilatfon services are currently al /located
/

.by means_of the "Hill- Burton" formula, 10 that a State's allotment for iasic
- -

services is directly proportional to its population and inversely'
J

ortional

to the square of a per capita income factor. TAe minimum allotmen to which a

State is entitled is (1) one-quarter of 1 percent of the total appropriation,

(2) $2,000,000, or (3) the totallayment to the State in fiscal/ year 973,

whichever is the greatest. Tho,Federal Government.will match the State's

share° at 80 percent.
7

The Federal allotment,to which,a State is entitled for Vocational Reha-
,

bilitation may generally be expressed by the, ollowing equation.
8

N./

. 7. The VR agencies are reimbursed at 100 percent of.the costs of reha-
bilitating disabled 1lind recipients of SSI, and 1 1/2percent of DiSability
Insurance (DI) trust fund monies are available to finance rehabilitation costs
of DI recipiedts at 100 percent-under specific and stringent rules.

8. The following formulatioris and explanations are from JWK International
Corp., Vocational RehatAlitation State Allocation Study (Annandale, Va.: The
Corporation; 1974), pp. 111-8 andIII-9.
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P a
2

2
sum of P

i
a
i

for all States
,

x. T

1n.

t,

where: A .eallotment ($) for current fiscal year for State 1;

P populatiOn of State i;

T = total amount of federal funds authorized to be
appropriated for basic liocatipnal rehabilitation
services 1n current fiscal year;

a
i
= "allotment percentage" for State i.

The "allotment percentage,"'a 'f.n the above formula is defined

as follows.
PCI,

i
= IOU = .50

PCI
US-

. -

where: PCI
i
= per capita 1ncbme of State 14

PCI
US

=,) per capitaincome of United States.

III-2

Use of the tern allotTent percentage".-for a
i

is s 'ewhat mis-c
leading,'since in the Hill-Burton formula it is ac ually the
square of this term that determines hhe relative 'iariation,of
the allotment from a population-only based allotmenct. ?`

Three exceptions exists to'formula 111-2; ,First, if the use of
the fordula yigids an allotment percentage of leps than 33 1/3

:percent for a State, the allotment percentage fdr that-State:is
set equal to 33 1/3 percent. Second,.if the formula yield's an

'allotment percentage that is greater than 75 Percent, the percent-
age is ectual to 75 percent. And third', the allotment' percentages
for the District of Columbia, tuam, the Virgin Islands, American
Samoa, and the Trust Territory of the Pacific Islands are all
set equal to 75 percent. It is noted that, for the current distri-
bution of State per capita incomes, the 33 1/3 and 75 perceht
limits are never actually exercised.for any State.,

In recent years there has been mounting debate concerning the 4quity

a
of the allocation foriila. The present formula, introduced in the Vocational

k b

Rehabllitation Amendments of 1954, was intended to encourage the development

of VR service progrpms in the poorer States. Thus the formula which whs.

72
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a.

developed it strong emphasis on States' ability to pay as represented by per

capita income. Critics argue that "Ciicum tances have changed since then.

While the purpose of the early. legislation/ appears to have been
.
accomilliehed,

4.
,

thepore populous States, whiCh generally have the higher per capita income,

now have outstanding 'problems in'mieting
-.I ./

1 .

.

9urban overburden The existing form
i.".. .

he greater.n*de associated with
4

a, introduced in. 1954, is bet ied

to be inequitable in distributing funds n-today's environment. It"is argued

4

that the square on the allotment percen age Has the effect of placing a burden
vs).

.
.

.on the higher-income, ur6nized States a d of failing to recognize, the severe
't t . '.-Jt.

needs for Federal funds in these areas. The State Allocation Study by JWK
k.

International Corporation found that "t e current [Hill- Burton]Rall, cation

formula introduces substailtial inequiti s in allocating funds to States,"

a

equity being defined as the extent to w ich the allocation match the inci=

dence of the VR target population.
10

cording to one study, .if an'allotmeat
/

percentage in one State is one-half that of anothtr State (population held

constet), the first State would be en itled to only one-quartet as much

Federal money as the second. If the per capita income of one State is half

that of another (population held constant) and if the per capita income of the

richer State is 25 percent less than the U.S. per capita income, then the

allotment of the poorer State is 33 percent larger than that of the richer

one. However, if the per capita income of the richer State is 25percent

larger than that of the U.S., then the allotment to the. poorer State is 100

percent greater than that of the richer one. Thus squaring the per capita in-

comes over States with higher per cap./ to income.

9. 9.
Statemene of Ewald B. NYquisti, submitted to the Subcommittee on the

Handic4pped, Senate Committee On Laboioand Public Welfare, 1/10/73.

10. JWK international Corp. 92. cit., Allocation Study, p. II-1:
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The '..TWK atudy, considdrs the following as concepts which could be

represented in an allocation formula: the potential demand for VR services,

the ability of a State to pay, State effort, the costs of providing VR services,

and State willingness to payfof VR services. -They found no satisfactory wary,

of represtnting the last three factors. Two formulas emerged ftom.the study

which were felt to be more equitable than the current formula. One allocates

funds propOrtional tp.themated targe populatioq (a proxy leastle of

potential demand). The Second (presented th reservations) modifies the

first by including an unsquared per cakpita income facfor aaaproxy for ability

to pay.

Some of the benefits of States' sharing in the costs of programs include: .

(1) the financial and adminlstrative burden on the Federa Government is

decreased; and (2) design of the program and admiaistrat tof futdsore more
O

1

flexible and the program can be more geared to the special needs of indiv.idual

Stated. -411..e., there'is greater State and local determination of the charaqter

and structure of the program and the means.by which program goals are achieved.

An argument against Federal /State financing is based on tye Federal

match. When program A provides for Federal reimbursement at 7.5 percent-and

prograt B provides for Federal reimbursement at 50 percent, biases in favor, of

using program A when&ver possible are bound to occur. Thusidifferent march-,

ing formulas may lead to different utilization of programs arising from the

e

perce+it of the Federal match and not based on the mer1.4 and/or appropriateness

of the programs tfcemselves. In addition, the match can affect equity of trett-

ment of different categories of individuals within indiyidual programs. For

example, the'current VR program hadia fixed matching rate of bo percent for services

provided clients. If it is true that counselors are more likely to favor those

with less severe disabilities and are less likely to help th more "difficult"

4



severely disabled, a fedetal percentage.of 90 percent f this category and 80.per-
,

a _

cent for the less, severely disahie mighe4rovide greater.incenilve for'counselors

to help the-mo sttgeverely disabled. Were this to occur, it would b4 necessary

e
to insure that client's covered under tihe 80percent ma tch were not negatively

affected. It should be recalled t
1

bat for a given Federal,bydgetoonstrairft, the

e

higher the_match, the legs the mUlt effect of the State match and the .less

the total available. At'75 percent the Fedetal 18, 3 to 1 State; at 80 pdrcent

is 4 to 1; at 90 pbrozetki'is 9 to 1, For $9 Federal at 75 perLnt the

1 State matches $3 for a totallof $12. At 90 percent the State matches $1 for a total
, -

V
of $10.

fe

.. 1/4

a

Afinal consideration in the financing of an ILR program id whether financing

:should be opens 011 losed-ended. Open-ended fgnding allows for program growth and ,

, . a
expansion: with clos d-.ended (fixed), ifUnding,'once States have utilized their'full''\'

Federal allotment by matching all the 'Federal money available to them,.they can go

c.;nb further with their programs without using.I00 percent State funds. On the. other

hand, with closed-end appropriations comes greater Federal budgetary control

bver appropriations. .Examples of programs serving the disabled which have open-ii

ended funding are Medicaid, SSI; Meliicare, OASDI and Railroad Retirement: Some

closed-epded,Drograms are Vocational Rehabilitation, Crippled Children's ServiCe,

Title XX Social -Services, Aid to Education, and programs of the ,,agency under the

O1d,er Amel'icans Act. 1

OPTIONS CONCERNING' FUNDING THROUGH OTHER PROGRAMS

should gals° be realized that proirts can,ba funded from more tharone

source. There are many examples of join ending: Medicaid pays the-costs of

premiums, deductibles and go-:inguran e of the eligible poor's participation in.

the-Mbdicareprogram in some States;. VR services for certain Dl/recipients are

by DI TrustFund monies; and.VR agencies are reimbursed at 100 Arcent of the

coot° of rehabilitation for certain btind.and dipabled recipienbe of SSI../21n
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addition, VR agencies are rsquired to make maximum use or similar be-efits'

provided by other programs,.

t.

Tt is conceivable that fees and services in a program for independent
o

Iiving could be financed in part through,other programs which provide similar

benefits. As mentioned above, the DA Trust Fund and SSI currently pay 100

percent of the -costs of vocational rehabilitation for recipients who qualify,

under work - related rules. The possiblilty cauld be examined of relaxing these

rules so, that the DI Trust Fund and 'I could cover the costs of independent

living serviqes,to disabled populations..

Other programs can also be used to defray the costs of services in an,

independent Filling program. One suchprogrami which .also serves disabled'

individuals, is Social Services (Title xk), the goals of which include the

-
-. .

achievement or.maintenance of self-sufficiency and economic self-support,
-.

,

.
.,

/and the prevention or reduction of inappropriate institutional.care,through

the provision of home-based care, Communitylbased'care, or oetfeYtypes of '

less intensive care. Under Title XX, services provided will be at the i.

cretion of tie States under bread Fedetal guidelines,. so that not all
. .

Mates.
.

.
-----

will provide the tame services or serve the same populations. Some of the
.

% I

services in-an independent liVing program which could be provided under Title
1

1

4,might include services related to home management and maintenance, trans-
r

.

i

port-ation services; training and related services, meal services, and health
r AI

support services.

The. Medicaid program also has a goal of providing rehabilitation icid

other services to help individuals retain or attain the capacity for independence
.

or self-care. Medicaid optional services vary across Stlates; for-persons in an

independent living progrima those eligible for Medicaid could receive such services

. as hospital and physical care, x-ray andlabortory services, home htalth care
%.

services, drugs', prosthetic devices,-physical therapy, and other rehabilitative.

a
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4 !,

services. Medicaid is.a very complex prograM.in which e4?glbility and service

deliVery vary from State to Stat'e Fo'r instance, Tennessee allows only 20

days per-year..of-inpa.tient hospital days, while New York ane California impose

no limitationsSome States cover the medically indigAyihile others cover only '

. the categorically eligible. The end result in the VR-program can be seen in

\

the fact that Tennessee, for example, spends 43 percent of its total VR budget
01.

on medical restoration services, while New York spends only 1 percent.

Another major, source of medical care is the Medicare program, which

covers.thaged, those with end-stage renal disease, and other eligible disable&

'individuals. As such,-it is a source,of funding for VR clients. Medicare

does not.cov r in full many costs of services, althdugh Medttaid can in some

(as
/

States for th e eligible for that as well. Other sources of medical care,

for those eligible for the programs, include Crippled Children's Service%
d

kivate insutance, CHAMPUS, 010, Veterans Administration, State and local

programs, cromMunity mental health programs, alcoholic and drug treatment.pro-

-

grams, the Developmental Disabilities program, add workers' compensation.

Resources of still other prbgrams should
1.

be utilized in an independent

living program. If nigher education were included in the program, it could

be marfdated, as in the VR act, that no services or training be provided in

institutipns of higher learning without first trying to obtain grant assistlnc

from other sources to pay for all or partof such training. Prograths which

could be, used to provide such assistance include basic education opportunity

grants, guaranteed loans for persons with low income, and scholarships. The GI

Bill can also lia_used for, educational expenses for those.eligible. Financing

of training services might be provided throu4 programs such as the Work-

.

- Incentive Programthe ComPrehensive'Employment and Training Act; vocational

education or training programs, and other manpower and training programs.

O.
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'7,
VR Can provide maintenance payments for individuals undergoing a rehaki-

.

litation program. In a program for independent living, individuals would

also be in .need of such subsidies.' -F7 those who are most Severe, entitlement

to-14,sability Insurance or public assistance-PrograMS-Siith-as-5K; A7D-C, and
4

General Assistance shbuld be fairly'automstic.

This section ds not intended to be an exhaustive review of other programs

serving lhe disabled, but as an illustration.of how the resources of other

programs can be used'in a program of independ7t.living. In utilizing other

prograM benefits, care must be 'taken to insure conIinulxy of Slp-rvice,

zation of supply, and program coordination. In the event tha,an ILR program

had a fixed appropriation, as does VR, then.it makes sense-that full investigation

should be'made of alternative, sources. of funding from more, open -ended programs

which provide similar benefits.

OPTtONS'CONCERNING CLIENT COST SHARING*

In discussing the financing of a program of independent living, some conr

sideration should be given to the possibility Of cliene.cokt sharing.since some

services-provided under a program of this type might include those normally

provided by, the individual meal preparation, homemaking, recreational

activities; etc.

Client cost sharing could include payments associated with inclubion in

the program and payments associated with use of the program's care benefits. 11

ON

Payments Associated with Inclusion in Program
. .

The'options within this dimepsion4Wclude (1) no payment, (2) insurance

payments, (3). capitation.fees, and (4) income-scaled capitation fees. Usea

4

*Much of'thisNsection is adapted from William Pollak, "Federal Long-Term
Carp 'Strategy: Options and Analysis," Working Paper 970-04-01, The Urban.
Instittute, Washington, 1974, pp. 7-18.

11. Inclusion in program'means that ine is eligible for benefits in the
event that one suffers do illness or impairment covered by the program. It does
not mean that one use 'the p?ogram. .
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of any of tne latter three options creates alternatives consisting coi-07tie
, fr,

rates at which payments can be.set or the schedules w40 can be employed

to determine payment"rates. It is apparent, however, that. additienal.options

-1,
4r

can be cfreated by combining aspects of the options presented here and that

.

others exist which are unrelatedto tho presented here.

1. No payment
J 4

..

Persona may be included in the program without paying any fee. If this
,.

is done,'the program's deficit on other accounts will hale.to be financed either

from general 'revenues or from a special tax unassociated with inclusion in the

program.
12 Medicaid and Social Services currently impose no inclusion fee and

. A. .
e..

the Federal shares are financed from general revenues whereas Medicare's hospital
. .

insurance also 'generally imposes no inclusion- fee, but is financed by a special

earmarked tax. Financing of the program through general tevenues will be more

progressive than financing it with insurance-type or.capitation inclusion fees,
c.

both of which will tend to-be regreliive in nature. No statements about inctdence

can be made concerning special taxes or income - scaled capitation fe&s since

their incidence will depend on the particular schedule ...sed to establish tax

payments or fees.

2. Insurance payment

An individual's payments for insurance approximate the expected value of

his program benefits. Consequently, because the expectld value of program

benefits vary among individuals, insurance payments wil also vary among'indivi-

duals. Under what might be called a .pure insurance payment, an effort is made

to identify accurately the expected value of payments to an individual (i.e., his .'

risks). This enables the selleeto impose a low premium so as to attract the

buyer while assuring that he will not lose money on a large group of similar-.

tisk insurance buyers. The most severely disabled (or highest risk) persons

12. If-coverage of program is universal, then an inclusion fee will be

indiotinguishdble from a special tax.
779
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,

'1.

. who are likely to face higher medical expenses than theise less-severelY

,

disabled (or lower risk) will consequently pay higher 'premiums than less

severely/disabled persons. Second, a program f- ended by an insurance-E*

payment is not considered redistributive.
13 In each instance the premilim

4

payment approximates the value.of the insurance policy --that expe.cted
4

,

value of insurance benefits. No category of individuals pays an excess over

expected program benefits-in/order to subsidize the program benefits of another'

category of individuaie-- and in this sense an insurance type program'

/47t :

is not; redistributive.

Third, a large share oaf all petsonsiwho will require seivices from an

independent living program over the next several yeap already suffer from

an illness or impairment rather than being at risk of a disabling NRnditilp.

A'program literally. financed by insurance-type payments would benefit these.

people little since theiraymene would have to cover °lists which are known
-

. . , .

with certainty: An insurance-type program would therefore be practicable

and hektful to the already impaired only if it was diverged from in order

to finance the care of this l"rge category of persona..

3: Capitation fee,

If the pyogrampiia financed by a capitatioq,fee each eligible individual

pays the same flat fee for inclusion in the program. If the capitation fee

opt on is selected', further discussions must be made concerning the dollar'

valuewat which the fee can be set'. An independent living .program which is
to

finanCed 6 capitation fees may resemble in insurance.program on the benefit.

side. It is not, however, an insurance program all defined above because

' t

is not financed by fees corresponding to risks but rather is financed by fees.

13. Taken by itself, without mccounting forTingrnm benefits, the
incidence of the insurance type fee in likely to 17Progressive n4 noted
below.

. .

/
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which.are'equal fof all potential'benefidiaries.
4

Aft independent living program which is financed by capitation fees is.)1

redistributive. It redistributes from those who are.identifiable at

the out et as low-risk partidipants to those idedtifiable as high-tisk
°

participa :Because redistributes, aft indipendent living program financed'

,
,

.

by_capitatio or other,,non-insurance type) fees would have to' compel, eligible
.-. '. : .:

._.

to join. If tint compelled; man} of those Who are donors in the re-

distribution would reject the.prOgram. They could purchase Its insurance

. component in the private market without subsidizing the coverage of higher

risk-(and poor; if the.fee.sare,sealec. to income) indimidualS,as they do in

a capitation fee financed ptograta. But since the desertion of donors would

destroy a redistributive program the inclusion of donors must be, complied.
14

1

.

Medicare medical insurance i financed half by capitation-typd premiums and is not

compulsory, but half is finanded out of general revenues; the premium ($6.70

per month)' is probably less expensive than what is obtainable in the private

market.

If the objective of an independent living program,were to serve all those

" needing care, a program financed by'insurance type fees would fail in part because

manyltersons would be unable to pay the premium requited for coverage unlesp the

program were tied, for example, to Social Security. A program financed by

-
capitation fees diverges from insurance fees by favoring those in high ris

categories. It does not, however, assist persons whose low income would prevent

the payment of a capitation fee just as it would prevent thepaymeht of an insurance

premium. An alternative is that fees for the pooaid by other programs,- as

14. If financed'out of general revenue§ compulsion arises in the compelling

.of tax payments..
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.

the Medicare'premium for 'the eligible poor is paid by Medicaid. It also

-could be avoided by financing the program with an adjusted capitatioh fee.

4., Adjusted Capitation See

An adjusted Capitathion feeisa fee paid by each individual.which, though

independent of the indi\ vidual's Tisk category, rises with indome. If this

nancing option is selected, alternatives within it included(a) the minimum

level of income,at which a payMent must be paid, (b) the'rate at which payments
r

, ,

rise with income once income level (a) is reached, and (c).tlie maximuou"inclusion
)

fee which is levied by the program. If fees are scaled to income in order to

avoid undesired distributional effects, that should be done with-attention paid`

to-possible conflicts with work-incentive objectives of income maintenailice

programs.

Payments'Assdciated with the Use of Program Benefits

In the Vocational Rehabilitation program from its inception until 1943,

there was no Federal requirement for an economic need test, although in practice'

States attempted to draw in client contributions. Under the 1943 amendments,

States were required to use economic need tests to determine client'8Ontributions
/'
or findncial supplementation. In-1954, the Federal requirement for economic need

tests was amended, and in 1965 it was eliminated. Economic need tests are nRy,

optional with the States, except that Federal regulations spedify that States may

not apply aneei test as a.condition for furnishing (1) evaluation of rehabilitation

potential; (2) counseling, guidance; and referral services; and (3) placement.

When the 1965 amendments were, under consideration, the House Education and Labor

Committee- stated in its report (House Report 432) that "the Committee wishes to

emphasize-its feeling that rehabilitation services should be made\z:vailable on the

basis of the person's handicap and not on the basis of economic need." In a report

later, requested by the Committee it was shown that'there had been progress toward the

Committee objective in that most States liberalized the conditions governiIng their
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need tests. Eleven States eliminated economic heed tests from their general'

VR plans, and eleven States did so in their plans for the blind. These changes

seemed to indicate that Federal standards prior to the amendments had been /

restrictive.

State agencies today may choose-toLreglire need tests or all services

except those federally exempt; to require no tests at all; o to selectively

apply a test to all services not exempt from Federal/regulations. Asof

.OctolAr 1971, 42 general VR agencies lequirld some economic need tests,. and

33 of them used the selective approach in applying the need test.

While this is the manner in which VR operates, there are other approached'

merit consideiation. Under discussion in this section will be program

usage requiring .(1) no payment, (2) deductibles, and (3) co-insurance and co-.

payments.

1. No Payment

may receive services from programs without paying any fee, as currently

occurs in the Medicaid and Social Services programs, VA hospital, nursing home

and medical care programs-, and, in someStlaces, the VR program. If this is done,.,

fees must be financed from general revenues or from a special tax. Thistype

of arrangement may be selected if most of the persogs in a program have low-in-

*

comes and, are unable to pay tor services. If only a small percentage of those

served can afford to pay, the administrative and accounting costs involved tin

charging fees may be larger than the amount that.rould be collected by the im-

position of deductibles and/or fees for service.

,2. Deductibles

The virtue of a program which is insurance on both the payment and benefits,

sides is that for a fixed price it assures financial compension for dispropor-
,

tionately burdensome large and unexpected expenses. A°"deductible" provision

eliminates coverage of expenditures below the deductible threshold. Options along

47,83,
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the "'deducti
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le" dimension are the different dollar levels at whic the ded'uctible

cen'be set. educihles can reduce the cost of program without:t. pairing coverage

;)

reduce

of,large expen es by placing on individuals the costs of a certa low level of

seriFice utilization. Medicare's hospital- .insurance currently i poses'a
4

deductible Of $92,per benefit p eriod for hospital stays; Medic re's medical

insurance im Oses/a deductible of $60'per calendar year.

Much ,of the negative character of deductibles in an inde endent living program

could be 'eliminated by establishing) instead of a single fix =d deductible amount,

ischedule of deductibles ranging from a zero very 'low le el for the poor to

some maximum level for those with incomes above a 'elected evel. Recognition ofrthi

V: possibility increases options along the deductible4dimensi and requires that a

deductible schedule rather 'than simply a level be specified.- This will complicate

the administration of the'program.

3 Co-Insurance and Co-Payments

' Under a co-insurance provision the-program.will pay only a percentage

of expenditures with the remainder (the "co-insurance" or "cost-share") becoming'

the responsibility of the client. tinder a co-payment provision cleints pay a flat

fee (t.g., $1) for each service unit, such as a physician or homemaker visit or

prescription. Options on a simple,co-insurance dimension include the many

values at which the co-insurance percentage can be set. Medicare's hospital

Insurance employs the co-paynient Method; the 61st through 90th day of hospita4-
0

zation per benefit period are subject to a co-payment of $23 per day. Subsequent

care in a skilled nursing facility is subject to a to-payment of $11.50 per day

?or the 21st through 100th day. Me care's medical insurance utilizes a co-'

insurance payment: individuals are espqnsible for 20 percent of the reasonable

charges for covered, medical ,expenses.

The co-insurance share, however, teed not be fixed: It can vary directly with
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income in order to avoid undesired equity or distributional impacts oe

to effect a redistribution of.. costa 'and Can .-Else or fal7_.(s',ioothlv or ,in ore

or several steps) with he level of expenses incurred by the,client. For

exa4le, coinsurance of 20 percent could be required on expenses up to $4,000-

. during one year but could be cut off oh expenditures exceeding that 'amount'.
0 \

CainsuradCe also mighrbe set at different levels fbr different categories

of care or serVices 41 incentives (or disincentives) to encourage (or discourage)

utilization ef particular categories of care or services are-sought. Thus co-

insurance 4-20 percent and .10 percent might be imposed respectimely on two,

alternative types of service inPorder to encourage greater utilization of one
0

"to

or less utilization of the other than would occur with uniform co-insurance

levels.. These possibilities obviously enrich the alternatives avail lile along

v
the to-insurance dimension. Similar-variations can alsd be baped on flat co-

)

payments. Thus co-payments can be Varied with income, limited to a per annum

maximum, and varied among categories of care.

A co-payment or co-insurance provision reduces the budget cdst of a pro-

gram and reducesat more as the co-payment percentage of co-payment level is

increased. As with deductibles, the incl4ion of unsealed co-insurance or co-

payments can introduce a dissonant note if the objective of the program is'to avoid

placing undue hardship on persons needing an independent living program. Scaling of

levels to income obviously can reduce-or eliminat -dssonarce -- again at the

cost of introducing ladministrative complexity and the possibility of conflicts,with

work incentive objectives of income maintenance programs. Co-payment or co-
-)

insurance costs may also be absorbed by other programs for those with low income;

for example, Medicaid now pays the co-insurance and cg- -payment amounts of the

Medicare program for the eligible poor. Co-insurance and co-payments, however,

keep the use of program services from being free to participants and therehv-dis-

courage excessive use of services. "If resources are truly scarce, ns they me in

7 8 5
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a number of service areas, this is clearly a desirable objective so long as,co-payment

are not set so high as to significantly discourage tilization by the target popu-

lation.45 This of course is a primary function of fees generally and ofei

co7:,,insurance' an& co-paymentt in medical and some other insurance programs.
16

TNere4are substitutes, for many elements of an independent living program- -the

number and appropriateness of substitutes vary of course with the defined

. scope of the program. The availability of substitUtes is relevant to'the analysis

ofico-insurance and co- payments.,, It suggests-that their rationing impact is likely

to be effective with services needed in an independent living program, since, the

fee will induce the use of.informal.caresubstitutes rather than the neglect of

(.care.
170

.- / ,

These poili
t;,

Zs do not conclusively justify the use of tither co-insurance or
., . .

.co-payments in a program of independent living. For instande, there'are ."a number

of problem'S inherent in this approachl.such ad the possibility that service msle
1

-wilfenied,,to'the poor, equity considerations (e.g. "that persons.in
0

like

circumstances, however defined, should be treated equally) and the like. These

disadvantages should be weighed against the very reel benefits of the approach .

before a final decision as to net desirability is rendered."
18

It should be realized that the preceding discussion does not provide a rationale

. -
for a particular co-insurance or co-payment level or schedule and fails to consider

-

the difficulties of administering co-payment provision. It is apparent, however,

that-some mechanism will be required to ration program-financed independent lividg
D

rogram services -- particularly those which are close substitutes for regularly

15. Terence F. Kelly, "Fee Schedules and Social Services," Working Paper
0963-9, The Urban Institute, Washington,1972, p. 1.

16. Co-insurance does not serve this rationing function in insurance programs
where insurance payments are independent ofansuree behavior--e.g., in the case of
fire insurance..

17. There obvioubly are many instances in. an independent living program as well
as in acute'care when informal substitutes for formal care do not exist. For example
an impaired elderly individual with no family will hot substitute family provided ass:
tnnce for a formal-meal program because there is a financial incentive to do so.

18. Kelly, "Fee Schedules," p.l.
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marketed goodi and services, and services which families of impaired individuals
. .

. ,
. .

, t

when present) can provide. A variety of mechanisms can serve this function.

Indeed a major component of counselors"efforts often is the identification and

management ofrappropriate sharing of care efforts between formal programs (physical

therapy, visiting nurses or home health aides, homemakers, and so on) and the

families of clients. Co-insurance and co-payMents represent a mechanism

which can work along, or more likely, can influence' care decisions in concert'

with other mechanisms including the' intervention of counselors%

Finally, it should be mentioned that some upper limit on co-insurance or co-
%,4 I.

payments will probably have to be'set ";o ensure the 'availability of services to

those whose needs are subgtantiakuj whose ) meanp are limited. One alternative is

to charge fees tip to a maximum level,pf cost, thereby reinforcing consumer choice

in discretionary areas while not excldding services to those whose needs are less

a function of discretion than of catastrophe.
"19

0

<

SUMMARY

. * O.

This paper has attempted to assess, some of the financial- options involved in

providing services to the severely disabled through a program for independent living..
. 0

We have looked at options in the degree of Federal financial participation in the

progra m, in the utilization of the resources of o ther programs, and in the

possibilities for client cost sharing. No conclusiong have been drawn; it is hoped

m -

that the discussion here can be helpful in informing pdlicymakers of the general

characteristics of the options under consideration.

19. Ibid., p. 4.
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Definitions

.0v

'Ohapter29
1 .

'6UMMARi OF MAJOR FINDINGS

)

I). For this report, we have termed the residuarlimitatfon resulting
V ;

)ram a congenital defect; diAease, or injury an impairment. A person with

an impairment, then, may or may not have a 'disability, an inability to perform
6 ,

Some key life functions.. When the disability iNteracts with the environment

to -impose impedimenty to the individual's goals. forl4ravel

the fndividual has a ng,ndidap";

°
4;ments as we 11 asAmpairmen

q J

(4-work, for exampW

that is, -there ate severely handicapping envisran
.

2. S9verity refers to the .degree of impairment, disalility, or handicap.

At the worst degre of severe, these three terms are virtually synonymous.-

Furthermore, when an. impairment iIs mild orlmoderate, a disabfliey or handicap

or may not exist.

. 3. An. impairment. can only be alleviated or!remediated.through devices

;

.

or medical care. A disability can be remediated through training, or devices 4

r, ..
or, medical care. A handicapping condition, on the other hand,'can be remediated

through changes in the environment, or training of the individual, or 6orth.

4. Different persons react differently Co a given impairment.

similar impairments may result in different disabling or handtcapping conditions.

Some persons are more disabled or handicapped by a given level of impairment

than others for reasons other tan the Lmpairment itself, such as motivation,
. - .

age, educatit.n, family, and environmental or attitudinal barriers.

5. Disabled persons face different handicapping conditions in different

areas of life. For example, some severely disabled'have a relative minor

788
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'handicap with respect to transportation, whereas:other .d're severely

.

-
I ..-

limited by transpottation:

6. DiagnostiC labels are sometimes used-as p?oxies for disabilities
o

or handicaps. One often hears- that if a person 'has a condition -- blindness,

'paraplegia, retardation --that vrson'has a "disability" or '!handicap."

However, any given diagnostic label Implies a range df Such

labels often further stereotype the abilities of individuals which are

incorrect.
. °

Estimates of Severely DisabIed,Population

1

A. Most data files do not containinformation on handicappingconditions''

at all; a few focusfon.disability'. The primary data. sourcdt useful for pope-

- '\

0 lation estimates measure inabj.lity to work attqbote4to-some health conditidm

4

or disability. However, there A no current ongoing systeul foi data collection

on the characteristics or Number of
ti .

2. comparison Of the major
.

the handicapped for 'R pUrposes. .

/ .

sources of data on the ditiabled,popuiation

., .

resqeb in different estimates even when controlling for year of survey,
o

% o
.

.

definition of disability, severity, etc.6 Our estimates-are based dt the most 4.

Methodologically sound -parts of different'app4oaches. We estimated that in

1975 there are approximately the following number of ma pt severely,handicapped

persons in the United States, when severe disability is.ctinsidered to be

analogous to severe handicap.:

Noninstitutional population
4

8,280,0000

Under age 18 180,000

18-64 4,200,000

,65 and over 3,900,000
4.

Institutional population 1,787,000

Total U.S. population with most severe handicaps .., 10,067,000
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3. in general, the severely disabled noni,nstitutiOnalopulation are
-1

older, lore female, slightly-..mote nonWhite, less well educated, and slightty

more southern, and- they ha$e more than dne impairmentcompared to the less

severely disabled. yr 44

4. The, largest States Bavethe largest. absolute:number of.severely'dis-

abled. The most frequent disability types are musculodkeletal and c'ardilvasular

V .
.

impairments.; followed by mental and nervous system . disorders.
t--

VR and the Severely &gabled
,

g
vt.

1. Persons who are defined as disabled because of their inability to

IA . .

.
Work tend to be older than persons of moderate work diddbility and to have a

i---i

Ne9 ..'
.v.

, varietyof,characIteristics Wnichsuggest-that the labor market does not accept
,.

them because,of a combination of impairment and other factors, rather than

because of the extent of their impairment. The anhlysis of the vg program with ,

respect to who is accepted and rejected, and who is successfully Or ansccess-

.,
fU11)5 closed reflecEs these same factors. Because of its vocational orienta-

1

.

tion, the VR program seems io.be(making conservative choices regardingaeceptal9es.

1

For example,.about 12 petcent of/peop-de in our sample who hdd been rejected by

.,
.

VR because of severity were working or had worked within 1 year of being'

interyiewed. A much larger percentage had worked within 3 years.

2. Age plays ,a crucial role in impact of a disabling condition. The

olderperson is more likely to consider himself to halle severe 4ork disability,

is less likely to be admitted to the rehabilitation" program, is more likely to

be identified by'he rehabilitation,program as severely handi;apped, and if

'admitted, is less likely to completethe,program succeasfurly.

Special emphasis on the severely handicapped in need of rehabilitation

servic/S implies focusing on older clients. Since older citents are more

difficult to. place, total resources would havb to be increased and resources

790
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allocated from younger to older clients. Such a reallocation of resources
. .

woUld.probably lower the number of rehabilitations per dollar expendedi,

3. The referral source plays a key role in the rehabilitation syWtem.

are
. .i,

Those referred from welfare' agencies are more likely to be rejected for

servirs. If they are accepted, howeVer, they aie more likely tocomplete
.

the progrle. Those referred ffom putilic and private health agedcies a±d

. 4
service organizations are also more likely to be rejectl for serviCes.and

if,accepred, they are less likely to successfully complete the program'; Those

referred from hospi?als are more likely to be accepted for services but less

likely to successfulloppplete the program. Severity of handicap is the most,

common reason for rejection for persons referred from all these 'sources.

4.. Education generally makes it easier to overcome a disabling condition.

The better,educated are less likely to suffer sever& work disability, more

l rely to'receive services if they apply, and more likely to be successfully

rehabilitated if they are'accefted.

5. The probability of acceptance intope program is the same for whites

and nonwhites. Nonwhites are more likely to consider themselves as having ,

severe work disabilities and are less likely to be successfully rehabilitated

ter they ate:accepted.

6. A.Arehabilitant is likely, to be younger, white, better educated,

male, not a PubLic,assistance recipient, married and living with spouse,

having dependents, living in a State with high rehabilitation expenditures

per disabled individual, having competitive labor market experience, and

rij
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having only tne disabling undition. The disabling condition is more nicely

.

to be speech or hearing, orthopedic, amputation, menta. retardatiox, neop,1,4Sm.

digestive disorder, or genitourinary impairment; .

0 1/4,

,,,,

7. In high unemployment states, the probability of acceptance into.the
ir

pro'gramris higher for females, nonwhites and older people. The4probability-
y

of successful rehagilitaticih for all applicants if'ldwer in high.unemployment

§tays.
A9 /

8. The probability df'Severely handicapptd being denied services is

o J)

lower in those States with higher voAtional-rehabilitation expetditures per

a

disabled person in the State. The implication of -this finding i that two

people-with the same set of characteristics who apply for services would have

different likelihood of admittance to the program depending upon the financial

allotment to the State program.

Survey Findings

Survey of Individuals Rejected by VR

1. Our interview sample of 889 physically handtcapPed.individuals

closed from VR for severity was largely white, male, and urban, and had

an average family income of almost $7,000. The most striking demographic

characteristic is that half of the sample 'Was over 50 years of age, with

only 31 percent under 45 years of age.

2. Approximately half of the sample had some type of orthopedic im-

pairment; the only other frequently occurring diagnostic type was cardjac

and circulatgxy conditions, comprising 18 percent of the sample.

3. According to the Barthel Index, 45 percent of the surveyed population

were found to be completely independent in self-care and mobility, 14 percent

were slightly dependent, 30 percent were moderately dependent, and only 11

percent were severely or totally dependent. On the basis of the Barthel
9
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Index, then, there is strikingly little. evidence of overwhelming physical

1

dependency in this sample. The same conclusion cad.be reached on tae. basi/of/

other' functional items - -most people Closad,for severity can perform
. \..

almost all acEivities.,of daily living. -

4. Crop-tabulations between diagnosttc condition and severity revealed

that there is only ki'mihimaltelationship between diagnostic labels and
A

severity. This fj.nding has important implications for the current RSA guiae-

lines for determining severity:

5. The.most severely disabled age group 47as the young, aged 16-30.

Furthermore, as age increased, the percentage of 'respondents Jac were totally

or severely disabled decreased. A sizeable portion of young people are actually

closed for severity, while older persons appear to be closed for,o e reasons,

such as the difficulty of job placement. This suggests that the severity Tlosure

reason is being used as-a proxy for case difficulty.

6. Almost half'(46 percent) of the individuals of prime working age

who were functionally independent or only slightly dependent and closed by IlOrt

becapise of severity were either working at the time, had recent work experience,

or wanted to work.

7. Further analysis of young, physically independent persons with recent

work experience who Were rejected due to severity showed that there was no

single-Nreason for their rejectionanticipated labor market discrimination,

psychological problems, disagreement over VR's program, and scheduling problems.

These factors aswell as conservative judgments in placement on the part of the

VR counselor, may have contributed more to closures for reasons of severity than

the actual physical impairments of these individuals.

8. Sixty-eight percent of the persons surveyed had some type of equipment,

such as wheelchairs, canes, or dentures. Two- thirds of the respondents

11
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indicated that they dl.d not Currently need any further equipment. .However,

. persons indicating some needfor equipment listed on-average of 1.3 types

of equipment needed.

9. Social Security was the agency other than VR that was most frequently

o contacted,rly the sexferely handicapped, 88 percent halving contacted agency,

followed by the Food.StaMp progr4m (34 percent), and Aid to, Families with
\

Dependent Children (26 percent). "The benefit most frequently -received from

I.

all agencies combined was cash income.

10. While one-half of the population received counseling from VR, only

29 percent received any services in addition to counseling.

11. Almost two-fifths of the population stated that they did not need

any additional services,; the remaining group, however, indicated an average

need of three services per person. The most frequently cited service needs

werevocational training (21 percent), transportation (18 percent), physical

therapy (10 percent), vocational placement (25 percent), vocational counseling

(14 percent), and educational costs (12 percent).
p

12. The youngest age group seems to have had the greatest need for ser-

,

vices of some sort, which is consistent with their lower. Barthel scores. Thus,

the more dependent, the greater the need services. Younger persons also)

had a heavier need for vocationally related services.

13. Types of service needs clearly differed for individuals with different

degrees -of dependency. Medical services are needed for the most dependent,

and vocational services for those less dependent.

14. Based on the findings of this survey, it would appear that many of

this group of disabled are in need of services, and that many want to work and

appear capable of working but are sitting at home, often quite isolated

socially. Others who are less physically able are often even more neglected,
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in part due to conditiohswhich could, be changed with more careful planning

for the needs of tha disabled. The service and equipment needs identified are

within the known ability of. VR to deliver.

CMRC Survey Comparisons

1. A little over 300 patients of 10 Comprehensive Medical Rehabilitation

Centers (CMRCO.were also interviewed. The CMRCend,VR sanples differed

considerably in age distribution, the CMRC sample, having about three times

as many individuals under 30 years of age as well as almost three times as,

many individuals over 60 years of age. Despite those important differences

in the age ranges of the two groups, slightly over half of both populations

are older than 50.

2. Both populationsrare largely male, married, white, and living with

their families. The CMRC population, however, had a higher percentage of ,

females, more individuals who were widowed or single and fewer persons who

were living with their families.

0

3. 'The education level of the two populations differed markedly, with

S

the CMRC population being considerably better educated than the persons rejeCted

from VR. More than twice 3; many CMRC patients had attended, college or graduate

school.

4. The CMRC population was
4much more physically dependent, as measured

by the Barthel Index. For example, 45 percent of the VR population as compared

to 18 percent of the CMRC group_were completely independent in self-care and

mobility. Almost one-third of the CMRC group was found to be severely or

totally dependent.

5. The physical needs of the CMRC sample exceeded those of the VR sample
"-....._ V

The major physical needs included rehabilitation therapy, attendant care, nd

equipment.
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6. The GMRC population had a higher percentage of individuals in white

collar jobs and slightly more than twice as many employed as the VR.population.

The major reason cited by the majority of both populations for not working

was physical condition, although the VR population cited this far more frequently.

Finally, both groups needed similar kinds of services in order to facilitate

their return to work, although the CMRC population had a higher need for

medical and home care services than the yR population..

Problem Areas for the Disabled

Architectural Barriers

1. Local governments have made very limited efforts to eliminate

barriers in public housing and facilities. Furthermore, a great majority of

the Nation's cities have not initiated any programs designed to eliMInate

these barriers.

2. Public Law 90-480 appears to be weakly enforced, partly because of

i the language in that law which'allows loopholes. Bettar enforcement of existing

I
standardi for a barrier-free environment and a local program which contained.

information on how modifications could be made are two key policy options that

could be pursued.
a

3. According to the VR,Survey results, 16 percent of the sample had

difficulty living in or getting \Ln or out of their homes because of archi-

tectural barriers. The majorPreason the barriers were not removed related to

the costs of the changes.

Geographical Mobility

1. Relatively little is known about the-specific mobility patterns of

the severely handicapped, although it'can be inferred from various surveys that

their residential mobility is considerably less than that of the general

population.
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2. In the VR survey, 7.8 percent moved to another area because of the

availability of family assistance.

3. Generally, not enough information is available to make further

conclusions about the geographical mobility of the severely disabled. Pilot

projects on mobility as well as extended research into actual mobility

patterns should allow for formulation of more meaningful policy options.

Transportation

1. According to the VR survey, transportation services were second

only to vocational placement in perceived need. Most of the transportation

needs of the sample. were taken care of by friends and relatives.

2. Almost one-third of the sample of persons rejected from VR go

outside once a week or less.

3. Different disability groups will need different typed of transportation

alternatives. For example, the needs of the blind individual are quite

1

different from the transiortation needs of a quadriplegic. Furthermore,

these solutions for alternative groups'will be different in terms of cost.

4. Finding solutions to transportation problems of the severely

handicapped is a complex undertaking, since different types of severely

handicapped require different types of transportation solutions. It is impor-
t

tant, then, that a wide range of solutions be explored and evaluated so that

the most effective national program options are developed. Among the options

are paratransit, retrofitting existing Programs, tax subsidies for excess

transportation costs to the handicapped, and reform of existing public systems.

Employment
if

1. Besides the limitations placed on the severely handicapped by their

impairment and their socioeconomic characteristic, a number of other factors

affect their level of participation in the labor market. Some of the most
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.
important factors are inadequate aggregate demand, capital disincentives,

.
.

4

employer discrimination, and lack of full employment in the economy.

4

2. In the survey of individuals closedlram Vft, it was found that

prior to their disability the sample worked, in a wide range of professions,

were industrious, and many were earning an average income. Of further

interest is the fact that 12 percent of the sample hadworked within a

year of the date they were,interviewed, including 6 percent who were employed

at the time of the interview.

3. Seventy-one percent of the individuals who were Currently employed

had perfect Barthel scores, indicating that they were totally independent in

the.activities of daily livng. Closures from the program, then, seem to be

based on judgments about employability rather than severity.'

4. These survey results indicate that special methods may have to be

developed to enhance the employment situation of the young, physically inde-

pendent persons rejected. For thq older population, some type of increased

placement program on positions with reduced duration and intensity of work'

may be most appropriate. The policy options for enhancing the employment

prospects of the severely handicapped cover a wide range. The alternatives

include affirmative action, public sector employment,\PUblic service work

programs, sheltered workshops, wage subsidies, employment quotas, and projects

with industry.

Social Interaction

1. Our survey documents the fact that many severely handicapped are

socially isolated and have poor self-concept.

2. The majority of their social contacts are limited to family members,

with very few engaging to any significant extent in outside activities.
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3. Large numbers of severely handicapped are prevented from participating

in social activities by attitudinal barriers, architectural barriers, and

transportation barriers.

Mentally Ill

1. The mentally ill have a high probability of being accepted into

VR if they get to applicant status. They are alio one of the groups which,
O

on acceptance, has a high probability of ending up not successfully rehabilitated.

2. While the number of rehabilitated persons who are mentally ill have

increased in absolute numbers, such rehabilitants have.declined from 6.6% of

. all clients rehabilitated in 1969 to 5.5% in 1972.

3. Independent living for the mentally disabled currently is in the

damain.of the mental health system: If future programs for ILR include the

mentally, ill, separate responsibilities of the different programs and agencies

must be identified. We were unable to clarify such differentiations.

Mental Retardation

. 1. Independent living fOr this group is currently the respodibility of

experts in the field of services to the mentally retarded. If the mentally

'retarded are to be included in ILd...programs, separate responsibilities of the

different programs must be defined. We were unable to find any logical differ,

entiation of roles in such a program.

2. Retardation is the primary disability in almost one-eighth of all

4habilitations. However, the severely handicapped retarded are stilll a

minority of the, retarded accepted, despite some evidence that the

retarded as a group are more vocationally capable than is reflected in the

current VR program.

3. The VR program could help retarded persons who are seeking jobs

cope with serious prollems'of; 1) lack of training; 2) j b discrimination;

a
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3) difficulty in locating jobs suitable to abilities, and 4) inability to

complete jOb application forms and procedures.

4. Policy options which address the above problems include (1) assuring

availability of servicesM2) developing sheltered employment in the competi-
..

tive labor-market rather than in special workshops; (3) having longer time

periods for case carrying and services; and (4) placing greater emphasis on

extended evaluation.

Blind and Visually Impaired

1. VR services are available to blind or severely visually impaired

persons in every State. Notwithstanding the vastly expanded employment oppor-

tunities for the blind, agencies serving the blind must.constantly devdte a

major protion of their efforts to job placements.

,2. Foremost'among the multiply handicapped who re uire extra and special

services for their education *nd rehabilitation are those-person who are.both

deaf and blind. The 1967 VR amendments authorized the establishment of a

National Center for Deaf - Blind Youth and Adults which develops.specialized

intensive services needed to rehabilitate handicapped individuals and conducts

research on the deaf-blind. It is not the state of knowledge which creates

unmet needs, for this.group, but the limitations in resources.

3. Little seems to be done to help the aging blind, who constitute a

majority of all blind, reach a status of self-care. To attain this status

1

they need a variety of rehabilitation services, which include home teaching, 0

mobility services, and supportive services.

The Deaf

1. One-third of all deaf people have other disabilities besides deafness.

Prevalence of deafness is more than three times as high in persona aged 65 and

WA.

over then in all age groups combined.

1
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2. The tested educational achievement of deaf persons lags far behind

that of nondeaf persons, although the average deaf adult lags only one

grade behind nondeaf persons. Similarly, deaf persons tend,9- be employed

in positions significantly below their intelligence, skills, and education.

The average income of the employed deaf is far below the national average.

Nonwhite deaf males have five times the unemployment. rates of white deaf male's.

Provision of Rehabilitation Services

Survey of Providers

O

1. a clear majority of respondents to the Provider S$1rvey considered

it appropriate for tgeVR program both to focus the majoiportion of its

'attention on serving the most severely handicapped and to serve as the

vehicleifor Foviding rehabilitation services for independent living. Further-

more, two-thirds of the respondents believed themselves capable of serving

the more severely handicapped, although they felt they needed more funds and
4

staff to accomplish this objectives.

2. To facilitate the serving of severely handicapped through VR, a
.

number of policies.were favored such as: (1) an intensive training program

for counselors; (2) a reduCtion of caseload size; and (3) development of a

weighted case closure system.

A Rehabilitation Facilities and Workshops

1. Rehabilitation facilities play a key role in service provision and

evaluation of severely handicapped individuals. Furthermore, workshops are

c, often the major source of skill training and, too often, the only source of

jobs.

2. Providers, individuals, and organizations all agree that an

increased number of rehabilitation'facilities and added support to factlities

u



essential to the provision of service to all of the severely handicapped

who could-be rehabilitated.

3. The developMent of a subsidy program to both workshops and to

individuals in a workshop Setting "should be considered. The RSA-funded

workshop study should provide greater insight into this area.

A
Technology

1. The basic problem addressed by technology is whether a loss of

function suffered by an impaired organism can be replaced by artificial

means. The Rehabilitation Engineering program of RSA contains great

promise for significant breakthroughs and should be expanded.

2. In P.L.93-112, provision is made for funding the development and/or

modification of devices which are not commercially feasible for production,

to meet the.needs of various disability groups. However, money has not been

appropriated for this purpose.

3. .A serious effort should be made both to extend the areas in which

rehabilitation research is now being conducted and to manufacture and to

disseminate. devices for the disabled. Consumer involvement should be included.

4. Iris also important to consl.der the training requirements inherent

in dissemination both for professionals and the disabled users.

Benefit/Cost Analysis

1. Many types of analyses can -te used to est lish the value of certain

I/
program expenditqres. Such analyses often focus on the "ben " and "costs"

of the given program, although they vary greatly in utility, assumptions; and

conclusiohs. Vocational Rehabilitation is one of the few social programs for

which benefit/cost analyses have been made. However, we wish to express reser-

vations about the confidence that can be placed in these findings' While the

technical aspects of the work have been very acceptable, the basic data have
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simply not been available, and this has necessitated innumerable assumptions.

If one wishes to accept these assumptions,the analysis conducted as part

/AI this study shows that the benefit/cost ratio of serving the severe handi-

capped accepted by VR is less than that of the nonseverelyhandicapped accepted

by VR, but is still high (9.1).

2. The limitations of benefit/cost caluclations have not generally

been recognized by advocates critics of the Vocational Rehabilitation

program. If Congress and the Department of Health, Education, and Welfare

want to use benefit/cost analyses as important inputs to setting appropriations

q

priorities, then addition data necessary to develop accurate benefit/cost

estimates must be collected. Alternatively, if Congress desires to set

priorities on the basis of other considerations besides economic, efficiency

(i.e., if Congress desires to place highest priority on the severely handi-

capped because of their gteater need for services)", then more comprebensive

data are not as vital.

Other Programs

1. In the course of work on ()the.; programs for the severely handicapped,

we found that no comprehensive review of the Federal programs and policies

affecting the disabled existed before the recently completed effort by the

Office for,Handicapped Individuals.

2. While few data exist, it is clear that programs are fractionated,

sometimes in competition'with one another, and often inconsistent within

themselves. The major problems are that programs: are inequitable, contain,,

,

fjgaps in services, auf er froa4,Eadequate control, and are operated with

insufficient knowledge and resources.

3. Our rough estimate is that $21.5 billion was spent to assist the

10 to 11 million severely disabled, or about $2,000 per severely disabled

803
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individual in FY 1973, the last year for which complete expenditure data were

available. -VR expended lust'under $d.4 billion, or about '2 percent of the

total budget for this group.

4. Coordination of such programs will be Aifficult.because of their

differing purposes and program structures.

Many programs contain severe disincentives to the vocational rehabilita-

tion of the severely handicapped because the programs are predicated on

assumptions of labor force retirement. Since these income maintenance programs

bestow needed cash on the severely handicapped,"ususally have concomitant

medical benefits, and open eligibility to other programs as well, the cumulative

benefits often require very high wage options before persons have incentives

to show they are capable of labor force participation. We do not suggest

persons are malignering, but that motivation is often necessary to overcame

a handicap and without it, persons will not strive. Legislative changes

would by required to alloW these programs to be based on severity alone and

not on labor force withdrawal, so that the severely handicapped could work

without significant penalties in lost benefitb. Such changes would permit

greater coordination of these programs with VR.

D
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Options

Programmgtic Options

1. A strong case can be made that we have the technical expertise\

to provide services not currently being provided widely or equitably to a

large number of tk, severely handicapped, Thus, the technology for service

provision is known, many of the services could be feasibly delivered, and

most recipients would benefit from the'receilt of such services. Expansion

of VR is largely a function of thereimt;s available and the nature of the

labor market. 'These are decisions for the Congress and the Administration,

primarily with respect to investments in Amman capital.

The most crucial decision area is in regard to development of do indepen-

dent living program. The logical options for this are summarized Vow.

1. Have no ILR program

2. Expand use of Extended Evaluation.

3. Add MR program.

A. In non-VR agency

B. In separate, but VR-related, agency

C. In VR

1. Residual to VR

2. Separate from VR

3. Single program with VR

If the decision is no ILR program, what does it mean? It means that

the population .at risk is about where it is now; that is, the gervices will

or will not be there depending upon whether individuals can find them,

develop eligibility, and do their own advocacy. People in nursing homes or

people rejected for severity will ,,,remain as they are now. This does not mean

that all severely handicapped will be'Unserved, but that they will be served

by the system that currently, exists.
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One way to better serve the severely handicapped without setting up

a new program or without simply retaining the status quo is to modify the

existing program so-ithat service provision which may end short of a vocational

placement is expanded. There are State directors of VR who feel that they

are achieving ILR through their use of Extended Evaluation and through h.-me-

maker rehabilitation.' The expectations,chowever, in these cases are lbat

\-

these must be vocational in nature, and these outcomes are treated as "least

choice." If the Congress and Administration feel that the self-care, homemaking

outcome is equally as important as job pkicement, then expansion of the condi-

tons under which this outcome is appropriate would, in effect, expand the'

services and number of clients with severe handicaps served without vocational

objectives. This outcome could even be described -as an outcome appropriate to

persons who are employed but need th additional assistance.

One of the options specified is for a non-public agency to run the

ILR program with Federal grants and supervision. The idea of the voluntary

sector providing publicly funded'services may seem novel, but such arrange-

ments have existed for many years. Sheltered workshOps, rehabilitation

- facilities, and voluntary organizations such as Easter Seals, cerebral palsy,

and epilepsy organizations have been providing services for the most severely

handicapped for years, often with grants, purchase of service contracts,

or other arrangements with public progriams

Another possibility is consumer-run self-help organizations to lq.11 the

present gaps in the disability service delivery system. For example, the

Center for Independent Living in Berkaaey, California is staffed almost

entirely by people with severe disabilities. They set up and provide ser-

vices theiiselvea, since for many of the severely handicapped the services

required are not in the domain of any given agency--instruction in home
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mfmodeling, assurance of equipment repair, or an inventory of experienced

attendants, for example.

Of course, the ILR could be set ups within the VR appnry, with the expec-

tation that the organizational relationships within the agency could be worked

,out. The options are most succinctly described by looking at the decisions

which must be made regarding client selection'and flow.

One approach would have the agency screen clients for vocational potential.

Clients would be selectedoas at present. Only those clients failing or rejected

due to severity would then get ILR services as necessary.

Another approach within the VR agency would-be to set up totally distinct

units, each having its own manpowex and budget, and to establish internal agen-

cy referral procedures. This option may he so rigid as to constitute an internal

agency option much like the independent agency related to VR described above.

A third approach would be to have no distinctions between the programs.

Any handicapped persons arriving at intake will be provided the services from

which they can benefit, for as loig as they can benefit, regardless of outcome.

Thus, there could be few "unsuccessful" outcomes, since most people would be

rehabilitated to a vocation or to independent living.

Lastly, the ILR program could, in effect, be the evaluation arm and ser-

vice provider, as in extended evaluation. All handicapped persons wishing ser-

vices wouldbe first seen by the ILR program, which refers them to the VR

program only after their ILR needs have been met. This should reduce the number

of°persons not rehabilitated in the VR program, because most of the people

in VR will have had most of their needs met,.except vocational.

Operational Definitions of Severity

1. The current RSA definition of the severely handicapped has a

number of advantags andidisadvantages. 'lie major advantages are that it is
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well known by people in the field,.and it provides flexibility for the

counselor who may consider such factors as the client's transportation

difficulties. On the other hand, it continues the practice of "labeling,"

furthering the stereotyping of people who are severely handicapped. More

importantly, there is only a minimal relationship between diagnostic labels

and severity.

2. The extended RSA guideline alternatives have the same advantages

,
as the curr,6nt RSA definition but with somewhat finer disability discrimi-

nations.

3. A method which focuses on measuring functional limitations appears

to have the greatest number of advantages since it is reliable, valid, and

relatively easy to administer.

4. A method that would consider all aspects of ig person's handicap

would have a major advantage, in that it would take into account such factors-

as motivation'," family support,. attitude, etc. On the other hand, it would

be difficult to develop a valid, reliable measure of this sort which predicts

vocational performance.

5. In light of the wide discrepancy among States in the rate at which

they report serving severely handicapped people, some objective instrument

for establishing severity appears highly desirable.

Financial Options

1. Many possibilities exist for the design and financing of rehabilitation-Th

programs. Many of these options can be combined and possible combinations are

innumerable. Financing was discussed along three dimensions: 'il) Federal par-

ticipation; (2) funding through programs; and (3) client cost sharing. Options

along the first dimension include: full Federal financing, special revenue

sharing, and joing funding between Federal, State, and local levels of

government.
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2. A major argument in favor of full Federal funding is that if states

have a great degree of control, wide variations between State prograMs (and

therefore inequities) may result, in both population served and services

provided.

3. Under a special revenue sharing plan a VR program would have a.

given Federal allotment, funds being dispersed to States and/or local govern-

manta by means of an allocation formula determined by population, target

population, State income and/or otheroState characteristics. Use of a

formula which takes into account different State and local needs allows the

dispersal of the most resources to those States which are in greatest need

of assistance in achieving national goals..4It alio preserves the role of the

Federal Government as a redistributor of income. On the other hand, it can

be argued that when localties are allowed such broad discretion, in the use

of funds as would occur with special revenue sharing, there is no certainty

that all would be able to achieve national goals in rehabilitation without

specific direction or that, without monitoring of funds, misuse would not

occur.

4. Programs which are federally authorized but jointly funded by

State r(and sometimes local) governments generally allow greater variation

among States in terms of program design and administration and reduce the

financial burden on the Federal Government. Arrangements under which Stales

contribute to program financing may involve (1) an allocation formula to

determine the Federal contribution to individual States based on such State

characteristics as total population, target popvlation, and income, etc.,

and/or.(2) a matching ratio that fixes the number of Federal dollars for

-)
I

each, dollar contributed by a State towards a particular program, possibly

itc

variable by State and possibly subject to a maximum determined by an allocation

formula.
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5. It should also be,reali4ed that programs can be funded from more
P'

than one source. There are many examples of joint funding: Medicaid pays

the costs of premiums, deductibles, and co-insurance of the poor who are

eligible to participate in the Medicare program in some States; VR services

for certain Disability Insurance recipients are paid by DT Trust Fund monies;

and 'ZR agencies are reimbursed at 100 percent of the costs of rehabilitation

for certain blind and disabled recipients of Supplemental Security, Income.

In addition, VR agencies are riquired to make maximum use of similar benefits

provided by other programs. Procedures should be developed by which the

rehabilitation agency could pay vendors for needed services through a

revolving fund: VR would then be reimbursed from the programs which finances

the services such as Medicaid,
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Chapter 30

RESEARCH AND DEMONSTRATIONS

Research and demonstration was introduced into the VR program through the

1954 amegdments to the Vocational Rehabilitation Act. Ta$s;,Act provided funds

to support research and demonstration projeCts which promise some unique

contribution to the present state of kpawlege of rehabilitation the?ry or

practice. The purposes of the program include: development of new information on

methods, and devices for use by persons involved in the rehabilitation process;

increasing the effectiveness of existing programs; increasing community involvement

and support; and providing data analyses and ideas to administrators which will

aid them in developing programs for the disabled.

Since 1954, over 2,000 R&D projects have been conducted, involving between

$400. and $500 million. Projects have been conducted on numerous types of

disabling conditions, as well as ao, groups of persons having special conditions

which relate to their disability (e.g., the homebound and the aged). Studies

of the socially and culturally handicapped, administrative and program analyses,

Ind many. other R&D projects have been undertaken. A complete description of the re-

search and demonstration funded under the Rehabilitation Act can be'found in the

Services

listing of R&D projects published periodically by the Rehabilitation

Services Administration, in the Research Directory of the Rehabilitation

Research and Training Centers, and in other RSA publications.

Through this R&D program, much has been accomplished. An international.

program in rehabilitation research was developed, making it possible to bring in
,

foreign experience to enrich American experience. The R&D program led to the

establishment of the Rehabilitation Research and Training Centers, Spinal Cord

Injury Centers, and the National Center for Deaf-BliV Youth and Adults. It

also succeeded in developing the technology and methods for the mobility

794
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"training of the blind. A substantial number of the projects referred to in

this report were funded by RSA.

The best of'the R&D efforts are in the clinical and, the rehabilitation

engineering areas, where major breakthroughs have occurred. Those efforts

should continue to be 'funded and expanded. In other areas, however, the ,

picture is not so favorable, particularly in the areas of benefit-cost analysis,

in understanding the interaction of the individual and his environment, and in

developing policy analyses of the effect of other programs on VR and on the

handicapped. When studies of these areas have been mounted, they have been

sparse and limited.
q

An evaluation of rehabilitation research by Berkowitz
1

concluded that the

reports were generally "wanting in the quality of their methodology," and that,

while they were somewhat useful in development of policy positions, they were

deficient as regards research. Methodological problems included lack of experi-

me tal design, lack of internal validity, ahsence of followup or outcome measure-

/ment, unrepresentative or poorly designed sampling procedures, and low-powered

statistical analyses. Utility for making policy suffered from limited ability

to generalize, lack of new informs ion, and the need for further research to

determine whether the data justified such conclusions.

One of the implications for resea*h in the area of the severely handlcaped

is that' while some of the research may have been clinically useful or useful
.

on a limited scale, in order to Bain national or statewide estimates

1. Monroe Berkowitz, et al., An Evaluation of Rehabilitation Research,
(New Brunswick: Rutgers University, 1974).
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useful for policy planning, furaier, analysis must be performed. In acdition,

the target population of the severely handicapped suffers from problems of

definition -- much research on the handicapped does not adequately differentiate

between the severely handicapped and the handicapped as a whole. When such

definitions 4xist, theyvary from study to study, some being based on ability
I

to work, others do diagnostic labels, and still others on aitney classifications

from certain functional limitations, or a combination of factors. Thus, it

is difficult to compare the results of studies.
11

The surveys which we conducted of persons rejected from VR and of

persons who were forme*y inpatients at the CMliCs highlighted the fact that the

severely disabled are not a homogenous group. Their goals and abilities, their

service needs and their rehabilitation plans vary. Research on the severely

disabled should specify the characteristics of the persons under Tidy as well as

the rehabilitation goals or outcomes, such as homemaker status, full employment,

or sheltered employment. Failure to specify sample characteristics and rehabilitation

goals can produce information which is not useful for planning purposes or simply

misleading. For example, in assessing the factors. affecting successful

rehabilitation, persons rehabilitated to homemaker status would probably not be

affected bytheir educational level or the current employment situation, whereas

persons rehabilitated to full employment might very well be affected by these

factors.

This section poses some of R&D issues which are relevant to-the determina-

tion of the needs, methods, and costs of rehabilitating the severely handicapped.

Certain subgroups of this population which have specific problems are treated

separately.
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Vr

BASIC AREAS FOR RESEARCH

At intervals throughout this report are noted needs for further investigatior

of certain basic questions about'the most severely handicapped, begidhing with

a definition of who these individuals are.
r

1

Oefidition of the Severely Handicapped

Definition of the population to be served -- that is, determining who

is severely handicapped, who should be eligible for independent living services,

= and who might benefit from vocational services -- is essential for coherent

policy planning. Development of accurate and economically feasible national and

statewide estimates of, the number and characteristics of the severely handicapped

as well as the handicapped as a whole, requires cooperation among agencies concerned

with handicapped people and agencies which conduct nationwide surveys for other,

but related, purposes. To this end, it is recommended that RSA, in conjunction
4

with other parts of HEW and with the Census, utilize ongoing national surveys

and expand them to sufficient size to estimate incidence, prevalence, and

state ide differences. Through cooperative efforts with the Social Security

Administration, RSA could obtain followup data on earnings, job retention,

mobility, etc., of individgals within and outside of the VR system, so that

benefit-cost estimates could be predicted from hard data. Preplatmed followup

studies of VR clients over a significant period of time, such as 10 years; could

provide valuable information about factors which affect successful outcomes and

the likely course of individuals with different types of handicaps.

It has been indicated in various sections of this report that the prevalence

of severe handicaps depends on a combination of social, economic, and labor

;

market factors as well as on the nature of the individual's impairment; that is,

as much on the severely handicapped environment as on the individual. Current

RSA methods of determining severity, however, are based primarily on diagnostic

13
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category, which is only a very rough indicator of dependency. Research is needed

to develop methoda.for determination of severity which are consistent, valid, and

economical. Suggestions as to .possible methods appear in this report.

Under the present system, it is not clear how many of the persons rejected

for reasons of severity could have benefited from vocational services. It is

cnown, however, that about 12 percent of those surveyed had found employment follow-

ing the time of VR rejection, and others appeared to be potentially employable

by a number of criteria. Demonstration projects which seek to ascertain the

extent of progress which can be expected from persons, using various cutoff

points with regard to severity and account g r the exogenous reasons affecting

nonemployment (such as the poor labor mar t and employer discrimination), or

for failure to attain independence of liv g, if an ILR program is instituted,

(uch as environmental barriers), would ad to more fruitful methods of

determining severity and placement criteria for appropriate programs.

Costs of Rehabilitation Services for the Severely Handicapped

One of the critical problems in serving the severely handicapped is the

cost of such services. Little is known about the cost of rehabilitating the

severely disabled, whether this rehabilitation is vocationally oriented or aimed

at those who could benefit from ILR services. This type of analysis is crucial,

since implementation of even the best of programs, no matter how effective,

is unlikely to occur on a large scale if the cost is very high. In the survey

of proviiers of rehabilitation services, over four-fifths -felt that VR was

potentially capable of serving more severely handicapped persons than it was

presently serving. The two most common requirements for serving the severely

handicapped cited were additional funding and additional staff. Certain isolated

examples wherein a Custodial type of institution was reorientNed to a rehabilita-

tion institution providc clues for-some of the least costly methods of ifiproving
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the lives of some severely handicapped persons. Other cost studies might*expl e

cooperative methods of rehabilitation, wherein different agencies work together

or share the funding requirements for certain types of rehabilitation.

Comparative cost studies for different approaches to similar populations

might point the way toward determining which type of agencies are best suited

to most economically handle the rehabilitation of particular types of individuals.

For example, the majority of the population surveyed from the CMRCs were ,quite

physically impaired, and a significant number were beyond retirement age upon

admission to,the facility. Most of these persons required medical and other

services to achieve independent living, vocational services being inappropriate

due to age or physical condition. Thus older, more physically dependent persons

might be better served by CMRCs than by VR agencies. However, most persons

cannot afford this type of care if they must rely on their Own resources. Only

3 percent paid the major share for the CMRC stay themselves, the rest relying upon

insurance and public sources (Medicare, Medicaid and welfare) to take up the

bulk of payment. While the services may be valuable and appropriate for th e- r

needs, they are also very expensive, and neither the individual nor VR .can be ex-

pected to carry the major bUrden of cost. In this regard, some examination.of

the role.of socitre/services and Medicaid may be fruitful.

The severely handicapped are a diverse group. Some are more physically

handicapped than others, some have problems in addition to a physical impairment

which increase their handicap such as lack of education, advanced age, etc.,

and some are mentally handicapped. The living conditions of these people and

2/-/-

the availability of financial, physical and social /psychological assistance or
\ ----

support also affects the extent to which these persons are limited by their

disability. For some, deinstitutionalization would be the first and perhaps

only likely outcome of rehabilitation services, while others may be capable of

8i6
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full employment. The comparative costs of services oriented toward different

outcomes, such as deinstitutionalizatioQ0 ability to live independently, placement

in an employment situation, or further education, should be examined for the

different sorts of persons qualifying es severe y handicapped, so that the likeli-

hood of a successful outcome and the costs of services leading to these outcomes

can be determined.

The costs of failure to rehabilitate persons to their full potential may be

just as important as the costs of successful rehabilitation. The severely

handicapped generally have less earning power, which may result in increased

. financial, social, psychological and perhaps physical dependency. If needs

for assistance from others remain high, other family members may be required

to forego employment, work extra jobs, or limit their education. Enforced

dependency may beouite demoralizing to the individual and his family, and

may result in disruption of the family and other social interactions. Society

suffers from the burden of supporting the individual and perhaps the family

of the individual who is unable to work. However, research in these areaa'is

somewhat inadequate in scope. A thorough study of the costs of failure

to rehabilitatecosts to the society, the individuals, and their families --

is needed in order to weigh the costs of rehabilitation against the financial,

lipsychological, and social costs of failure to do so.

R&D IN PROBLEM AREAS

Certain areas which present particular difficulties to the most severely

fiandicapped call for careful R&D efforts.

a

Employment

The severely handicapped are restricted in their labor market participation

by many factors, including physical limitations, socioeconomic characteristics,

inadequate aggregate demand, capital disincentives and employer attitudes.

817
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However, the available literature dealing with those issues with respect to the

severely handicapped is aparce. It is not possible to accurately determifie\the

number who are capable of entering different kinds of work situations, the most

productive use of their capabilities, or th #magnitude of the benefits to the

handicapped individual, their families, and society which would result from their

working. In order to plan for vocational rehabilitation of the severely handicapped,

a number of studies on these areas are desirable.

Analysis of the requirements of the severely handicapped for employment

would provide some estimate of the numbers of such persons who could possibly

enter the labor market, and of the special conditions which must be met before

this could take place. Persons interviewed in the VR survey cited light work as

the most frequent job requirement, followed by reduced work schedules, flexible

work schedules, transportation, and special(training and education. Slightly

more than one- quarter of the sample cited accessible buildings as necessary.

It is possible that some of these persons could work with less than optimal

conditions, or that some of the survey choices were too vague or broad in scope

and should be more operationally defined. For example, individuals citing a need

for flexible work schedules could mean anything from a need for an occasional

day off when in pain to a need for completely flexible hours on a daily basis.

4
The relationship between these job requirements and performance in different

sorilpof jobs is not well known, nor is the relationship between other

.

ch araCteristics of the individual, such as age, specific physical limitations,

education, etc., to job performance.

In conjunction with research estimating the number Of individuals who

could currently enter the labor market, if certain employment conditions were

met, demonstration projects which seek to explore the full' employment potential

of the severely handicapped are needed, such as that being directed by United

Cerebral Palsy of Kansas under an RSA grant. Under current practices, an
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individual might be denied placement or placed in shlltered worksho-.'s or

employment requiring lower skill levels when he is potentially capable of more

independence and of using more complex skills. Expboration of the time, expense,

methods, and benefits involved in bringing such per ions UD to a higher skill level

would provide some clues to programmatic changes which might greatly enhance

the lives of the severely handicapped and their families, as well as reducing the

number of persons unnecessarily
institutionalized, dependent on public sources

of income, or limited to-sheltered employment possibilities.

` Many jobs seem unsuited for persohs having certain functional limitations.

However, various projects have demonstrated how moficications in the work place

can make it possible for disabled people to perform jobs which are otherwise

impossible or impractical for them or dangerous to their health, In the course

of this study, we found little current research which examined the extent to

which work environment, equipment, and job structures constitute barriers to

employment 8f the disabled.' ThiA type of study is necessary to determine the

extent and types of modifications.which could increase the employment potential

ofthe severely haftdicapped.

Analysis of both the usual requirements for. particular jobs and the

modifications which could be performed to accommodate jobs to the severely

handicapped might provide the basis for negotiations with employers regarding

hiring of more handicapped. Many employers are not awaw of\the actual percentage

of the job which requires,.for example, heavy labor. If this percentage is low,

as it often is, many jobs could be restructured to accommodate persons no longer

able to perform heavy work, or equipment could be modified to permit operation

by the handicapped.

In addition Co job analysis, R&D projects are needed which seek to provide

job development strategies, so that counselors and others responsible for job

819
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placement aaer.raining are knowledgeable about employment needs, job trends,

and the acquisition of job-related skills. In the survey of 'providers of rehabi-

litation services, 86 percent felt the lack of job development and placement

specialists for the severely handicapped s a major impediment to servini this

Population.

al;
There have been few empirical studies of the disincentives to workvng or

living independently. It is known, however, that most persons who have a

public income transfer also have at least some health benefit under Medicaid

or Medicare, Public income transfers often qualify other members of the family

for AFDC, which may mean that the total income and benefits to the family

significantly exceed possible earnings. In addition, agencies such as DI and SSI

impose earnings factors in their defidition of disability, which in turn affect

the likelihood of VR acceptance. Research on the effects of different income

maintenance strategies on the severely handicapped and handicapped populations

is needed.'

Discriminatory policies against hiring the handicapped, unduly high firing

rates when noddisabled persons are available, and problems with insurance

coverage which discourage hiring the handicapped except at the employer's risk,

are all problems which are suggested, but not documented alto extent, in this

report. Investigation of employment practices, employer disincentives to hiring

the handicapped, and the extent of the problem today is needed to determine the

reasons for and extent of differential treatment of the handicapped. The relation-

ship of employer attitudes to practices and policies is virtually unknewn, as is

the extent of discrimination among subgroups of the severely handicapped. Labor

union policies with regard to the disabled are critical to examine, since 1) union

policies may act as-barriers to hiring the handicapped, and 2) unions

have powerful leverage for forcing employers to change policies which tend to
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o
restrict job opportunities for the disabled.

Many respondents reported that employers refused to hire them because their

insurance would not cover them or would increase in cost if they were hired.

In one instance, employmentWas denied because the handicapped person was ineligible

for the (municipal) pension plan. Others reported employer discrimination because

of fear4tf-lawsuits if the disabled person became injured. A thorough examina-

tion of the incidence and impact of public and private insurance policies and

practices which discourage employment or which fail to provide the protection

for which they are intended is' necessary for the development of fair, uniform

practices.
4

Examination of policies of unions, employers and insurance companies which

encourage fair treatment of the handicapped may suggest ways: to cobWdiffer-
:,

ential treatment of the handicapped. For example, workers suffering upper 'Limb

amputations on the job were retained after a job analysis performancelby the

unionjuvulved discovered that, contrary.tb popular belief, over 80 percent

of the work required on the job did not require the use of both arms.

Job structures, i.e., time requirements for entry, the physical requirements

on the job, such as standing rather than sitting, rigid career ladders, etc.,

may constitute unnecessary barriers to the severely handicapped. There is a need

for systematic research into job structures and their relationship to the

capabilities of disabled people.

The extent to which psychological or motivational factors affect ability

to find or retain employment and job mobility is not well known. A few studies,
a

1

primarily based on British populations, indicate that attitudes toward self

or work are more important determinants of return to work than are medical recovery

or functional limitation. Other studies indicate that family attitudes and agency

practices can increase dependency and discourage job mobility. Investigation of
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the relationship of attitudes of the severely han4capped, their families, and of

rehabilitation or educational agencies t9 employment patterns of the severely

handicapped is needed.

Health Care
a

Atgnificant number of the severely disabled need some sort of medical

care, restorative and other services, or coverage for medical services.

These needs were found to vary by age and level of physical dependency. Currently,,

there are many types of service models operating, which may deliver anything

from emergency life-saving procedures to visiting nurse services to plastic

surgery. Obviously, these services have different priorities, are oriented

towards different purposes, and have different costs. Coverage is often provided

for those services which are necessary to maintain life, but less frequently

for services which may improve the person's quality of life. Too little is knimn

about the distribution of health care service needs among the severely handicapped

to attempt anything more than'short-term remedies. SnOrdet Lu develop long-

term strategies for the improvement of medical and health care to the severely

handicapped, further information is needed on the geographical distribution

`)
0

of present and potential unmet needs for self-care, primary, secondary, and

tertiary care, the surplus cacacity of existing medical and health service

delivery systems, and on the cost and effectivefiess of alternative service models.

The problems for individuals requiring long-term care are complex. Many

persons are in settings which do not suit their needs, in that services may

be inadequate or lacking. Settings which permit a moderate degree of indepen-

dence, such as community or group care, may not be available or may be financially-in-

feasible. For those who require more intensive care, family resistance"or

financial factors may prevent additional care or institutionalization. Research

into methods of screening, rehabilitation, and financing long-term care in the 1
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most appropriate but least intensive settings is needed. Disincentives to

deinstitutionalization also need to be explored in this context.

Technology

Current technology for the disabled is quite sophisticated in some areas

and very deficient in others. For example, large sums have been spent in the

development of electronic implantation devices through which the blind may
t

be'able to see, but no one has developed a collapsible cane which does not

vibrate. Vibrating canes disturb the blind person's sense of distance and are

4

among the first priorities for research sited by blind consumers. Research on

improved wheelchairs, canes, etc., could assist large numbers of severely

handicapped who would not have access to the more sophisticated technology

developed. In addition to basic research problems, problems in implementingQ

new advances are posed by the cost of (1) design and production; (2) special

modificatidn for each individual, (3) adequate training of physicians and allied

health personnel in their application, and (4) marketing and mainte-

nance.

Consequently, there is a need for multidisciplinary interaction to

enhance mutual exposure and interaction among workers in different specialties,

kri the following areas: (1) development of evaluation procedures to determine

the total impact of both new and existing devices or techniques on the functioning

of the user, (2) identification of the strengths and weaknesses of these aids,
-Ns

so that improvements can be made, (3) comprehensive analysis of the potential
4

consumption market,,,,and (4) primary research in the area of technology.

Transportation

One of the major requirements for receiving needed services, for employment,

and for independent living was adequate andaccessible transportation. liawever,

even the providers of services which might lead to employment or independent
Cr

living have generally relied on the disabled themselves to obtain the needed

rH
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trapsportation to arrive at their facilities. Thus, there is a need to connect

the proVider and the consumer.

It is known that many factots affect the utilization of transportation

services by the disabled, including physical limitations, psythological factors,

income, and the performance of the transportation system itself. It is also

known that different disability groups have different transportation problems,

and,thereforet-solutions to these problems will differ. A comprehensive study

of the transportation needs, the impediments to using various transportation

systemS, and the current and expected utilization patterns for various types of

existing and proposed transportation services for persons with different types

of transportation problems is currently' being proposed by the Department of

Transportation. Results of that study should suggest a wide variety of options

for resolution of the many transportation problems of the severely handicapped.

Architectural Barriers

Architectural barriers in the home and in public and private buildings

limit or prevent the severely handicapped in employMent, education, and in

freedom of movement. In recognition of this, Section 502 of the Rehabilitation

Act of 1973 provides a mandate for research into several aspects of what is

needed for a barrier free environment. A study funded by VR in the early 1960s

in Minnesota, as mentioned earlier in this report, concluded thatcarchitectural

barriers were so self-evident that statistical documentation of the problem is

for the most part superfluoUs. Study of the,extent to which recently constructed

buildings or other facilities which fall under the legislative requilements com-

ply with laws regarding architectural barriers is possibly more relevant to cur-

rent concerns. At issue is whether the buildings can lie readily entered (e.g.,

ramps or street level entrances, doorways wide enough f151\ wheelchairs, no revolv-

ing doors), and 'Whether the facilities inside the building, such as washrooms,

82.4
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1

elevators, and drinking fountains, are usable. Further studies of this nature

are required.

Even if all newly constructed buildings and other buildings which fall

under legislative mandate were to be completely accessible, the severely handi-

capped would still be extremely limited in seeking housing and employment, as

well as in carrying out normal activities such as shopping, going to the bank,

or obtaining a driver's license. The costs incurred by,the disabled because

of their limited selection of accessible buildings, including excessive

time and financial resources expended finding suitable housing or jobs, have not

been thoroughly investigated. Research which addresses the cost of modifying

already existing buildings would be useful in determining 'the feasibility of such

modifications and the funding required for such efforts. A detailed analysis
1

of the usual costs of different types of modifications, such as widening doors,

lowering telephones and elevator buttons, introducing ramps and/or elevators,

etc. is necessary for accurate estimates of this variety.

Barriers in the home may result in needs, for assistance in performing

daily activities, or in increased time and effort being applied to tasks which

could be better spent elsewhere. The major share of the costs of removing

barrier@ An the home is currently borne by the disabled and their families. The

VR survey findings indicated that the major reason for failure to remove barriers

was the cost. In order for persons severely handicapped to have accurate in-

formation on the types, cost, and availability of devices and modifications to

make housing accessible, research on the development acrd dissemination of such

information is needed.

Geographical Constraints

In the process of contacting respondents for the VR survey, it was

discovered that the proportions of persons rejected from large urban areas

(e.g., population centers exceeding 100,000) was strikingly lower than fez.
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persons living in small urban or rural centers. This suggests that geographic

locale or access to large urban centers with full employment services may be

important factors in acceptance for services. Research which defines population

size, services available in these population centers, and perhaps the employment-

situation in various locales is necessary to answer this question.

Lack of geographic mobility may hinder the severely handicapped in obtaining

services, assistance, and employment. .Pemonstration projects which incorporate

both information and direct services could contribute to the development of

mobility strategies, in that the projects would generate information on demand

patterns, permit the working out of cost-effective methods of implementation,

and generate more accurate cost data.

Another option is to extend research into the actual mobility patterns and

mobility needs of the severely handicapped. A geographic analysis of the acces-

sibility of present and projected services to the severely handicapped population

is also needed. Survey information on mobility and locational preferences of the
4,

most severely handicapied, when combined with on-going experience of the pilot

pro am, should enable a reasonable legislative debate.

Social and Recreational Needs

The social and recreational needs of the severely handicapped, should be

investigated more thoroughly. Although these needs may be secondary in importance,

it has been previously noted that the absence of "normal" life experiences results

in deficiencies in personality development and in the ability to relate to people.

This may, in turn, affect motivation to learn employment and intellectual skills,

to seek a job, or tO live more independently. Thus, in considering the design

and implementation of a program for independent living, the effects of social

isolation created by limited nonfamilial social interaction should be a program

concern.
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Existing recreational programs and facilities in local communities hold

the potential for reducing the social isolation of the handicapped. Investiga-

tion of funding sources and program design, and implementationcof efforts to

integtat'e the handicapped into community-supported programs should be undertaken.

The possibility'o'f-channeling tax dollars appropriated to Federal, State, and

municipal agencies with recreational interests to the support of programs for

the handicapped should also be investigates

Education

Next to the family, school probably provides one of the most important

influences in the average person's life. Many disabled people, however, are

limited in or prevented altogether from acquiring the social,_ educational, and

vocational preparation which is available to others. Many, go to special classes

or to schools where persons with physical disabilities, mental retardation, and

sometimes emotional difficulties are combined in the same classrooms.' Study of

the effectiveness of various educational alternatives for the severely disabled,

. and of the methods by which thesecould best be implgtented, is necessary for

intelligent program planning for the variety of educational needs present in the

severely handicapped population.

Consumer Involvement
F.

Research and demonstration projects are needed to evaluate and explore

alternatives for the relative effectiveness of consumer-run programs of community-

based.service delivery.

The impact of consumer involvement on the VR program itself requires evalua-

tion. Are the severely handicapped better served by consumer'involvement in

planning, delivery, and evaluation of rehabilitation services, including proposal

review, counselor sensitization through training workshops, peer counseling,

advisory board involvement, and evaluation of service delivery?
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',Finally, consumer involvement in the policy planning and priority setting

activities of the rehabilitation engineering research field may be helpful in

orienting such research to the needs and economic constraints of the handicapped.

SPECIAL GROUPS

Certain disability groups having special problems to which R&D might give

some assistance are presented below. This list is not exhaustive, but merely

suggests some of the issues to be considered in addressing these gtoups.

The Mentally Ill

The mentally ill pose special problems with regard to definition and service

requirements. Since they comprise a significant portion of VR applicants, and

have a high acceptance rate but a low rate of successful rehabilitation, the R&D

issues with this group will be treated separately. The major difficulties encoun-

tered in defining persons who are severely handicapped due to an emotional

c:
disorder are discussed more thoroughly in the report. One difficulty is the 4

lack of adequate, objective criteria for severity, whether these are opinions of

/'
mental health professionals, psychological tests, or other methods. The unstable

nature of emotional disorders, the fact that the'pyschological condition and the

functional and vocational limitations are not necessarily constant--present further

difficulty. .11 individual may be severely impaired during a psychotic episode,

suffer little impairment after the episode subsides, and yet be likely to undergo

further disabling episodes. In addition, the effects of institutionalization r4'

may be just as handicapping as the effects of the individual's emotional problems.

One ,of the first research issues to be considered, then, is whether more

aecuraNpasonably efficient screening procedures can be developed which will

I

define and identiftg-those who are severely disabled because of an emotional

disorder, and which will also indicate such factors as employment potential,

ability to care for themselves unassisted, and likelihood of remission. Any
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4

increase in accuracy and greater efficiency in predicting employability or in

placing persons in appropriate programsyshould be weighed against the' costs and

administrative difficulties imposed by such procedures. Research of this sort

would necessarily require control groups, standardize VR selection procedures,

and sufficientsfolloaUp to determine whethei the measures employed discriminate

grOups over a sufficient time period to warra t this(implementation on a broad

scale,

Previous research has only roughly indicated the numbers of persOns who

might be severely psychologically
handicapped--HEW estimates range from 4.3 to

43 million. In order to do program planning which would encompass the needs of

all severely disabled, the actual numbers of persons needing serViCedmust be

more carefully estimated. However, if current rehabilitation efforts are any

indication, a vast gap between the numbersA persons needing services and the

number of services available will remain for some time, regardless of the pre-

cision of population estimates. A study in Vermont concluded that 70 percent 41

of the institutionalized, chronic patients studied could be placed in the community

if adequate transitional and vocational rehabilitation services are provided:

The literature on programs providing such services is extensive regarding models

and methods of implementation, but scant with regard to effectiveness. The best

indications are that Halfway hOuses and other programs which assist with living

,79

arrangements, family and social relationships, and reentry into the vocational

spheres are effective in the short term, particularly when workshop facilities

or transitional employment possibilities are provided. Research and demonstra-

tion projects in addition to those already funded by RSA and NIMH are necessary

to provide a substantial data base,from which to base major policy dIcisions

regarding expansion of the most promising projects of this type.
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a

One of the major issues in terms of feasibility of implementation of pro-

grams designed to deinstitutionalize persons is cost. If the cost of these ,

programs is significantly higher than current costs for ins4tutionalization,

we will probably see little expansion of such programs. Thus, research and/or

demonstration projects should focus on programs which show low costs or high

returns. Such demonstzVations should be conducted in cooperation with Medicaid,

Medicare, Social Services,fand Public Health Service programs in nursing homes.

Any such research should address the weake'it points in previous research -- .

lack of control groups and followup data. Rather than simply assessing progress

at some later point in time - -- say, 2 years after completion of the program

A

demonstration projects should be designed which provide for followup services,

since this population has a high risk of readmission to hospitals, termination

of employment, and other setbacks.' Research on long-term effectiveness may prove

more promising if the need for continuing services or support is included in the

program design.

The Mentally Retarded

There is considerable evidence to show that large numbers of even the

severely mentally retarded can be deinstitutionalized and/or placed in employment

or homemaking situations. However, tht evidence also shows considerable varia-

tion in success rates between different States and different types of rehabilita-

tion programs. It was suggested that this diversity is probably due to the I

diversity of populations used in the sample as well as the type f job placement

considered. Counselor characteristics, including empathy, concreteness,

familiarity with' behavioral techniques, etc. could also affect the success of

these efforts.
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Research which was directed at determining the most fruitful types of

placements and rehabilitation programs for individuals with different types

of problems associated with retardation (e.g.,, employment, psychological,

familial, independent living, etc.), might serve to point the way for compre-

hensiVe services to the retarded or towards more specialized services, depending

upon the person's need and situation. If ADL services axis to be considered as

a part bi1itation, prediction of the aggregate need for and usefulness of

se es is crucial. Definition of the boundaries between rehabilitation and

Developmental Disabilities should be established. Research to ascertain the

percentage of severely handicapped persolis of different ages, with different

levels of IQ, physical disability, and social maladaptation which would be

helped by various types of vocational and independent living-services such as

sheltered employment, recreation, and domiciliary care, is now being done atl

one institution. This type of research requires careful followup study and

analysis before drawing conclusions upon which to base policy-oriented decisions.

Study of the models existing for rehabilitating the severely handicapped

retarded and the cost of such methods, such as reorienting institutions from

custodial to rehabilitation facilities-and the use of students, parents, and

volunteers would be useful for indicating cost-effective ways to reduce physical

and economic dependency in this group.

The Blind and the Severely Visually Impaired

People with severe visual impairments and the blind with multiple other

impairments are among the most difficult to rehabilitate, and much research is

'needed to advance the state of the art. The pr i ipal areas requiring research

are visual enhancement and visual substitution, information gathering, and formal

ipformarional display.

Extensive research should continue to develop hardware capable of providing

rapid display of magnified print or other visual stimullAb the low-vision
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population. Techniques already available require study to determine optimal

use. Aids which convert displayed informatioll into tactile or auditory form

need further development.

Studies should be conducted to determine the need, cost; effectiveness;

and acceptance of the variety of special optical viewing devices, visual sub-

stitution devices, and computerized devices which translate the visual-to the

spoken word. Future research on visuarsubstitution devices should stress

more rapid assimilation of printed material.

Systematic investigations are needed to determine the most effective

optical aids for independent mobility of persons with low vision. Development

of visual substitution devices as an alternative for the'blind and persons with

low vision is also needed, to be followed by a systematic evaluation of the

comparative benefits achieved by video inputs. 'Basic research designed to s

elicit information about the perceptual processes on which mobility depends is

essential for adequate construction of mobility devices.: We have already

mentioned the need to develop nonvibrating collapsible canes.

Job development and training techniques need to be expanded for the blipd.

Research which incorporates current technological advancements with respect to'

the blind together with job development and traidng strategies could suggest

employment paths for the future, rather than simply indicating existing solutions

and programs.

The Deaf

The deaf constitute a special problem group since they do not necessarily

have physical limitations; but their communication impairment can be sufficient

to interfere with practically all aspects of life. However, the deaf cannot

be readily spoken of as one group requiring similar services or having the same

problems, since such factors as age of onset of deafness and presence of other

832
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physical limitations (such as blindness) can greatly affect the level of

handicap and types of services necessary for rehabilitation. Despite the

differences, however, some of the more genetail R&D issues for the deaf can

be delineated.

Research on the best alternatives for providing quality education for

deaf persons is limited. The deaf can easily become socially isolated, and

the absence of opportunities to learn copmunication skills, to'interact with

others, and to became employable can be devastating. More basic research on

the acquisition of language skills is fundamental for understanding and im-

proving the educational system. Experiments in elementary education for

teaching all students sign language and integrating the deaf child with his /

peers should be mounted to determine the costs and effects.

Adequate research indicating the time involvement and the cost of serving

the deaf, as well as the availability of staff for such services, would provide

some hard data for planning to meet the needs of the maximum number of such

persons.

Job development strategies for the deaf will's:lifter from strategies

developed for those with limb impairments. Additional analysis of the effec-
A

tiveness of various approaches to vocational training of the deaf,kand identifica-

tion of appropriate vocational areas would be helpful for guidancelin this

area.

Imprpvements in technology for the deaf, such as hearing aids which screen

out or control loud background noises and telephones which are usable by the

deaf, await continued research development.

Persons with Other Disabilities

While there has been some research on the rehabilitation service needs

of persons with cerebral palsy, epilepsy, arthritis, stroke, and so forth, the
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surface has barely been scratched.' There has been extensive work in medical

care and rehabilitation engineering for some of these groups, but considerably

more information about their needs, potentials, and special problems should be
.

systematically documented. Successful service modalities and 4mnovgtions,

together with the costs of these methods, should be investigated.

OVERVIEW

. Much has been said about the need for RAD.to determihe the extent and

characteristics of the severely handicapped, their rehabilitation needs, and

the cost of such services. In order to achieve a more complete and realistic

picture, large data file analysis, R&D on the characteristics of individuals

successfully and unsuccessfully rehabilitated, and an assessment of the factors,

including cost, which impinge upon the success and feasibility of rehabilitation

effbrts\s needed. Factors which may relate to rehabilitation potential include

physical limitations, age, education, work history, sex, geographic location,

financial and motivational factors, afid rehabilitation services received. The

rehabilitation goals and/or outcome should be clearly specified in such research,

since different characteristics or combinations of characteristics may facili-

tate rehabilitation towards different types of employment, homemaker status,

continued education, or other outcomes. A wealth of data could be obtained from

VR and other rehabilitation and social service agencies by delineating the

researchispecifications in advance, thereby permitting study of the individual

characteristics which, under current rehabilitation practices, contribute to a

successful outcome.

I reased support of regional research centers to investigate the problems

- and needA of the various types of severely handicapped persons and to provide

guidance 4o State agencies for research and demonstration efforts would help

focus and disseminate the R&D efforts upon those issues most critical to the

severely handicapped.
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In view of the data from our surveys and nu s from members of our

advisory committee, a major shift in R&D emphasis toward a focus on the inter-

action of the individual and the barriers in his environment seems indicated.

The chapter on employment underscores the fact that practically anyone who is

not severely brain damaged can work, no matter how handicapped. The major

problems seem to be not so much with the severel3 handicapped, as with the
tr

severely handicapping environment. R&D are indicated which wold focus on the

interaction of the individual with the labor market, the rehabilitation agencies,

housing, transportation, attitudinal barriers, and legal sanctions. Reseiich

and demonstrations with control groups and sizeable, representative samples,

are needed to focus on what actually works in reducing the environmental

barriErs that restrict persons who are considered severely handicapped.

N
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DEMONSTRATION PROJECTS

'90

Provisions of the 1973 Rehabilitation Act requiring demonstration pro..-

jects in conjunction with the Comprehbrisive Needs Study clearly recognized .

that there would be areas of investigation which would not be answered on

the basis of available data and experience. In this chapter we will describe

the rationale for the areas to be examined, describe the two ongoing projects

in a little depth, and describe the foul remaining demonstrations to begin

July 1, 1975.

The demonstration projects which are needed tcLaddquately address all

the issues far exceed the funds made available. A total of 21 percent of

applications for demonstrations were received in the two requests made in

late 1974 and early 1975. Six projects were funded, although almost all of

the applicationi had merit. The two ongoing projects were funded by non7VR

sources, whereas the four projects about to 1r initiated Caere VR funded.'

Ongoing Projects

I. One'of the ongoing demonstration projects concerns the role of

the Comprehensive Medical Rehabilitation Centers. In the course of early

discussions on demons rations, it became clear that little pas known about

the possibilities oflexpanding the role of medical rehabilitation centers

into delivery of independent living services. Most rehabilitation centers

still operate primarily on the medical model, with the staff being available

only at the facility, and discharge to the community marking the end of

service. The extent to which a comprehensive medical rehabilitation center

would be able to take severely handicapped persons all the way into the com-

munity, until it was certair that their adjustment was complete, and the

relationship which the CMRC .4oul-d have with VR or other ongoing programs in

dealing'with such problems as income maintenance, home finding, transportation,



family counseling and the like, were basic concerns about the role of the

CMRC's.

Examination of the expanded role which could be taken by the CMRC's

was undertaken by the faculty and project S'Eaff associated with the University

of Washington Department of Relpiailitation Medicine. The purpose ofthis

demonstration project is to.1) conduct comprehensive evaluations as to the

rehabilitation needs of persons with severely handicappini conditions, and ,

2) organize state agency activities as well as community resources in pro-

viding increased services and care to the handicapped.

The specific procedures to be used in this study include:

1) Interviewing the peverely handicapped to determine their

medical, housing, transportation, educational, vocational,

economic and other rehabilitation needs;

2) Recommendation of appropriate rehabilitation services, based

on the'interview and further professional information. For

example, if medical help is indicated during the'interview,

medical examination by appropriate specialists would be

recommended. The Same would be true if vocational help,

speech therapy, psychotherapy, physical therapy or any other

rehabilitation training or therapy iseneeded.

3) Since vocational training and counseling are frequently,

needed, two types of evaluations may be frequently used to

plan for appropriate training and counseling. The .first

involves administration of interest, aptitude'and achievement

tests, and the second provides on-the-job observation. In

addition, with the clients' permission, observations of the
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work situation will be performed to see if there are any

special rehabilitation problems which need to be solved.

Assistance will also be provide, if needed, in job inter-

viewing skills, resume preparation, and job-seeking techniques.

Such assistance will be given by a vocational counselor.

4) In order to see if the rehabilitation services are of help,

interviews and evaluations such as those explained above will

be re-administered after services have been provided. Re-

habilitation services will continue as long as the need for

them is present.

Data analogous to that collected by the Comprehensive Needs Study on clienti

characteristics, service needs, severity profile, income, etc, and data on

services provided, costs of care, interface with other programs and the' like

be collected and analyzed. An outline of the variables to be studied

and the timetable for the first year of operation are presented in Figures

1 and 2. As can be noted in Figure 2, the first task involves analysis of

retrospective data, which may be used for control purposes.

II. The second ongoing project,'also funded from non-VR sources, is

a; the Center for Independent Living (CIL). CIL, a consumer self-help

organization, looks at the problems of the handicapped from quite a different

theorefical perspective. They see the rehabilitation system as a network

of public and prate agencies in which several serious 6ps exist.' Psycho-

logical factors, for example, are often ignored or perceived as barriers to

rehabilitation. In fact, in our survey of providers we found that the

motivation of the severely handicapped person' was often the major reason

for their not being accepted into the program. Our surveys of individuals

uncovered an extensive amount of despair and depression, extremely poor self-
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Figure 1

OUTLINE OF RESEARCH VARIABLES TO BE STUDIED.

(University of Washington)

I. Source. of Population to be:Included in Study

A. Nursing home residents.

B. Patients dismissed from Department of Vocational Rehabilitation

because disabilities judged too severe for rehabilitation.

C. Clients entering job station program at University of Washington

Rehabilitation Center with full sponsorship.

to
1I. Independent Variables

A. Primary independent variables
1. Population source
2. Disability category
3. Severe disability

4. Non-severe disability

B. Secondary Independent Variables

1. Age
2. Sex
3. Social condition (alone, fami4y membership, etc.)

4. PsyChometric characteristics

III. Dependent Variables

A. Functional behaviors at onset of contact.

B. Rehabilitation needs.

C. Rehabilitation costs.
..

D. Rehabilitation time involved.

E. Rehabilitation outcome.

F. Functional behaviors at discharge.

.G. Functional behaviors at follow-up.
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.Figure 2

COMPREHENSIVE NEEDS PROJECT

(University of Washington)

Project Time Frame

3/1/75 - 3/1/76

3/7/75 Data analysis (retrospective data)

4/1/75 Part-time staff started (retrospective)

4/7/75 Notification of grant approved by Commissioner, R.S.A.

4/14/75 Notification of grant award by University of Washington

4/15/75 Enhancement of community involvement begun

4/15/75 Preliminary data protocol completed

5/1/75 Revised budget submitted

5/7/75 Budget number provided by University of Washington Grant and Contract Services

5/7/75 University of Washington space and furnishings(rranged

5/7/75 Full staff recruitment started"

5/7/75 Final form of data protocol

5/15/75 Preliminary report to R.S.A. submitted

6/1/75 State Advisory Board formed

6/15/75 Patient flow begun

6/15/75 Computer capability programs initiated

7/1/75 Full staffing completed

7/1/75 Commitment from stare DPA:-DVR

7/15/75 Monthly-data system evaluations.

8/1/75 Accomodate state staff

1/1/76 Re-adjust staffing for next grant year

1/1/76 Prepare and analyze prospective data for Year I report

2/15/76 First year report completed
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image, and general isolation. The CIL program is based on the assumption that

the best way to energize and motivate such persons is through role-modeling

among the handicapped themselves. Peer counseling, aggressive advocacy for

full integration into society and for attaining full dignity as a 'Person,

and provision of services only the handicapped
themselvesare likely to

identify or provide, such as attendant pools, equipment repair, inventories
.

of accessible housing,,
and picketing of the mayor until he agrees to put in

curb cuts downtown, are all .parr of this energizing concept. Established

formal agencies, both public and non-profit, often have traditions and limita-

tions which result in gaps and occasional insensitivity to the peeds and

preferences of the handicapped person themselves.

There will always be those whose needs are such that no public agency

can address them--it may take years to get a recently blinded or spinal cord

injured person out of a depression and-actively seeking to realize his maximum

potential. Sex counseling, mounting lawsuits against landlords, and demanding

action from public officials are some of the messy, controversial and essen-

tial activities for the real lives of those severely handicapped people with

a passion for equality. The questions raised about the consumer self-help

groups include how well does this approach work, what does it cost, and what

are the dangers as well as the opportunities? The CIL project should shed

light on this innovative, but controversial approach to service delivery.

The CIL project is designed to look at the progress of persons in

the CIL program over time, and to compare this with the progress of comparable

persons not accepted into their program. Key demographic, income, service,

cost and pr cess data comparable to that collected in the Comprehensive Needs

Study are
'\o

be collected.
Measurements of severity and reported limitations

in various areas of functioning, such as self-care and transportation, will
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be recorded at several points in time. Eventually, these Oata can be compared

with other projects to determine the degree to which CIL accomplishes the

objectives of their program.

The principal objective of this project is to show that(a consumer_basedt,

organization can deliver services which would not otherwise be provided to

severely disabled persons.' A peer counselor approach to problem solving

is the essential difference. Research and Demonstration will identify gaps

in the services which
/are currently available, and will demonstrate how a

consumer based organization can serve' to supplement and to expand a comprehen-

sive service delivery network. The project is designed to facilitate inde-

pendent living for people with severe disabilities,,within the community as

well as to provide assistance in vocational exploration and job placement.

The purpose for the existence of CIL can be reflected /n its basic

philosophy of "do for self". It is felt that a staff with a range of dil-.

abilities has unique advantages in understanding the problems which are faced

by those persons who are disabled.

CIL has developed and expanded its services so that they help clients

establish eligibility for services, find attendants and transportation, learn

financial management and self-care, and find independent living situations

in the community. The experience of staff members of CIL in serving the

severely disabled will provide valuable information on the service gaps and

economic and social barriers which confront the most severely disbled. CIL

staff has identified many service gaps, in response to which wheelchair repair,

attendlnt referral, financial advocacy, and employment services have been

created. Peer counselors serve as the link between existing services, and

identify new service areas where there is a need. With client involvement,

they hope to see the development of new services, in close cooperation with the
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Department of Vocational ,Rehabilitation and other service agencies. Possible

examples of such services include housing, location, expanded housing programs,

transportation services, and training of health professionals.

Project Activity

Project phasing is indicated in Figure 3. The procedures which will be

employed at different stages of this project are described in the next section.

Client Selection Process

A client selection advisory committee made up of the counselor coordi-

nator, one peer counselor, an occupational therapy consultant, and a service

counselor. The committee will evaluate and assist' the coordinator in selecting

y
clients from the referrals. Those who ar, rejected as clients will be referred

to other agencies in the community or to other CIL services. The intake form

has been designedtto help document the status of services received from other

agencies and the current status of the applicants' independent living situation.

There are four general groups from which theielients will be 'selected.

- Clients on rehabilitation but experiencing difficulties.
- The newly disabled with severe disability.
-The long disabled with no rehabilitation services dug to severity
of disability.

-Those that at present, are not considered eligible for Votational
Rehabilitation (due to age, employment potential).

It is important that no specific disability should predominate in the

o

initial caseload; where possible a reasronable distribution of age, sex and other

characteristics will be attempted. Em hasis will be placed on serving those

with high motivation who have been una le to receive satisfactory services

through existing agencies.

Services J 813

At the start of the project, counselors will have very low caseloads

(one or two clients per counselor), and will be supervised closely by the
c,

counselor conrdinntor 4n order to a) monitor the counseling process, b) refine
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the program plan, c) identify service gaps, and d) identify unanticipated

program stress. Coordination of the counseling program will include indivi-.

dual meetings with peer counselors on particular goals and needs of each client.

Intensity of supervision will gradually reduce as the program makes a transi-

tion into full operation..

Services provided directly to clients( by the, peer counselor or other

staff services will include:

Individual counseling
Group counseling
Family counseling
Sexuality counseling
Occupational therapy
Attendant management counseling
Attendant placement-recruit
Financial advocacy
Housing information advocacy

Mobility training
Transportation
Referral

An important component of service delivery is referral to other agencies

for services the client needs\but has not been able to obtain. Counselors

will be responsible for following up on any in-service referrals, and for

recording the services and benefits received from other agencies while a

client of this program. Counselors will also record direct services for each

'client, and for entire caseload.

The objectives, services and assessment goals of the CIL project are

illustrated in Figure 4.

Assessment.

Clfnts will be assessed at the start of counseling, followed by at least

two additional assessments--at the close of six months of CIL services, and/or

at a time when services are judged as complete, and a follow-up assessment one

year after leaving the services of the peer counselor. Assessment will cover

the following areas of concern:
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- physical assessment
self-care
attendant management
physical mobility

-emotional evaluation: The counselor will discuss the

following areas with-the client:
acknowledgement/coping with disability

self-esteem
sexual awareness
community/social awareness and mobility
self-actualization

-vocational/avocational plans
vocationa14avocational goals
vocationalfAvocational preparation
post-employment adjustment
employment stability
vocational/avocational development

The level of independent living skills and vocational or avocationak

skills desired and achieved depends on the client's stated goals and objectives.

The counselor's function is not to become a necessary factor in the client's

life, but to help the client realize his potential in recognizing and dealing

with problems. The measure of success is the independence and self-reliance

the client attains in recognizing and dealing with problems, in light of his

own goals and objectives.

Projects effective July 1, 1975

Four demonstration projects, all funded by VR, will be described but

briefly, since none of these projects are in operation at the present time.
_

I. Demand for ILR Services There is much concern but little data on

the likely demand for ILR services once an authority is established. Some

professionals in the field fear a demand so great as to swamp the vocational-
b

oriented effort. Others feel ILR may be trivial, feeling that persons with

ILR potential most likely cal be shown to also have VR potential. One method

of gaining some insight into the likely demand for ILR services is to

implement a program of ILR, roughly comparable to that in the vetoed bills,

in a small state or a bounded sub-state jurisdiction.
817
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Such 1 project is es4entially what the State VR agency in Utah proposed

for demonstration.

II. Technology Application Great technological.advances have occurred

in many fields, but too often the application lags behind the technological

breakthrough. Creative utilization of one of the advances in communication

is proposed by the VR agency in Illinois.

This application would explore the feasibility of interactive cable

television as a means of presenting training programs to the homebound, for

establishing two-way communication with 7nselors or employers, mid for

assessing the ability of severely handicapped homebound persons to learn

computer skills from a mode of media communication which permits feedback.

III. Expanded Agency Model Like the Seattle project, this project

explores the possible roles of a-CMRC, but the focus of this project is the

coordination of the CMRC, other rehabilitation facilities, and other programs

through the state rehabilitation agency itself. This-essentially tests both

the coordination and case management aspects of a potential independent

living program. The New York State VR Agency, with Rusk Institute, ICD,

Jobs, Inc., and other agencies working with the severely handicapped, are

conducting this project.

IV. Multiply Handicapped Blind There are areas of reasonable concern

about the state of knowledge regarding multiply handicapped persons. A blind

cerebral palsied person, for example, must present more than the usual

challenge to rehabilitation counselors. Demonstrations of progress with

such individuals would remove that last doubt about whether methods for the

rehabilitation of the severely disablhd are available. Following up on its

project for the blind retarded, the Texas Blind Agency has proposed to try
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some of the methods developed with that group on a dozen or more persona '/

who lire both blind and with one or more of the followlilg secondary disabil-
0

ities: chronically mentally ill, CNS dysfunction, multiple orthopedic

disability, severe developmental disabilities, severe cardiac disorder,

chronic pulmonary disease and/or severe auditory impairment.

Overview

There are numerous other areas ripe for demonstrations and numerous

projects submitted which were not accepted due to lfick of funds, For example,

one agency proposed placing video cassettes on homebound TV sets in rural

areas to provide step by step instruction for homebound occupations. Several

proposed expanding ehAiilitation into nursing homes and institutions, one

proposed attempting family rehabilitation with the mentally ill yd another

proposed to deinstitutAgnalize the mentally 441. One would have tried a CIL

type project, but with a somewhat more sfruc.tured program. Several proposed

testing service methods on specific disability groups such as arthritis, or

the cerebral palsied. One non-VR agency project proposed having a group of

clients not accepted by VR by reason of severity write their own rehabilitation

plan, for up to $1,0 0,Tdorth Of serviee, to see how they would fare without.

the agency.

Among the areas not funded which are of special importance to get future

demonstrations started include: Rehabilitation of the elderly, especially

those in nursing homes, rehabilitation of the mentally ill in independent

living to demonstrate how rehabilitation may differentiate its goals and

activities from those provided by mental health centers, greater insight into

how technology is diffused through the program, and exploration of different

organizational arrangements and counselor incentives to assure that vocational
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objectives for the severely handicapped are not ignored in favoi- of indepen-

dent living objectives. Along with our extensive suggestions for areas in

which research would be fruitful, above and beyond the already important

areas RSA is investigating, we feel that this program of demonstrations

couiclfriead to significant progress in defining the scope and accomplishments

of programs for the severely handicapped. The knowledge needs in this regard

are less for methods than for the most effective methods and arrangements.

Results of such research and demonstrations should form the basis for sound

development of rehabilitation programs for the sever4y handicapped.
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Chapter 31

POLICY INTERPRETATIONS

A great many areas of investigation in this'report have shown the existence

of needs among the population of severely handicapped. Many suggestions are made

in the several chapters. For the most part these are needs which we know how
A

to meet: employment can be provided for the severely handicapped in a variety

. "51f ways; transportation can be supplied; medical services 'can be delivered, and

equipment can be manufactured and repaired. Indeed, we believe it is possible
0

ta teach anyone who is alert and has some movement to do some Cask. The problem

is that the labor market does not require the task from that individual at a price
11

he is willing to accept. What seems called for is the will to provide resources,

judicious ions on the design. of the delivery system and .ts accountability,

and lementation of a catitMent to full employment for all, including the most

4.
severelyjiandicapped, who wish to work.

In this- chapter we discuss some.of the ,findings of the study and make some_

eservation on the implications we see for the current program and for the deli-

berations over an independent living program. We provide these comments in a separate,

chapter because they are interpretive, drawing not only on our analytic' findings

but our understanding of the constraints involved in changing the present system

of serving the, severely handicapped. Throughout this chapter we make the assumption
ob 1

that only a modest-increase in. the level of direct funding to Rehabilitation is

likely to be available for an expansion of services. Obviously, if this assumption

proves to be in error, the judgments reflected .below would have to be adjusted
u

,

accapingly. We present some interpretation, which havespotential.cost complications

for ,income add health financing programs,.but 'these Programs are already of such

magnitUdes that thepercentage;:changen would likely be 4Mall.

le
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4

Definition of Eligible Population

While a great proportion of the providers of rehabilitation services

indicated that the definition used in the Vocational Rehabilitation Act is adequate

for the purpose of defining severity, we feel that some more objective instrument

or means should be developed so that applicants and evaluators will have objective '

Friteria to judge the agency actions. We have indicated a number of options on

these approaches, but we feel that further research is required to develop a-

screening instrument consistent with legislative intent to serve the severely

handicapped. For the VR program, we feel that the primary source of variation

'in selection criteria should be the availability of local rehabilitation resources

such as workshops or medical rehabilitation centers. Save for these, any severely.

0
handicapped person in any State should have the right to expect approximately

equal probability of acceptance. We recognize that actual closures into the

competitive labor market will vary depending on'labor market conditions.

Concomitant.with this we would suggest more stringent quality control,

especially on cases closed for severity. We propose making a distinction in

the VR reporting system which would allow "AiffiCulty of placement" as a

4" legitimate closure code. Such a closure Code would more accurately reflect lcical

labor market considerations. While one does not want VR to waste funds on futile

efforts to place persons, for whom the labor market will not make places, one also

wishes to distinguish clearly between,those reasons based on severity and those

ba5e4/on faCbrs such as age and eduC-ation combined with adiSability. Efforts to
4. *

place greater effort on services to these cages rather than assume difficulty may h

payoff. Considerable, research in establishing standards and criteria for

screening activity we deem a, very'high priority. We would propose'also a reviw

of casedclosed for'severity or dlifficulty by a panel beyond the line supervisor.

The pat might also include consumer representatives.
.

1,
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Estimates of the Disabled Population

Our.efforts in trying to translate data files not intended for this purpose,

to develop population estimates took a great deal of time and work, yet yielded

less than optimal results. RSA should be granted funds and/or authority

to work with Census or other parts of HEW to develop ongoing national samples

of sufficient size to capture State-by-State estimates of the handicapped. These

data will give both HEW and Congress touchstones on. heLincidence, prevalenCe,

and performance of the States with respect to the popuration universe. Periodic

surveys every 10 years or so which are intended .Pfimarily for other purposes do

not yield the types of data necessary for program planning and for evaluation

or the advances made in serving the population at risk.

As a corollary, RSA and the Social Security Administration should work

even more closely in follow up of earnings records and of comparability of

individuals both in and out of VR in order to get better data on mortality;

earnings, and job retention. This would allow benefit/cost analyses predicated
a

more on hard data than on assumptions.,

Follow up.studies should be mounted, not on an after the fact basis,

but prospectively. ,A sample of clients now applying to VR should be followed

for periodieof up'to 10 years to determine outcomes, along with a non-VR

cohort studies of this type on the4elderly, and RSA would be well served in doing

the same.

Implications of Client Surveys

The find ngs of the VR survey suggest strongly that conside?able value should f

be placed on expanding the follow up of clients who cannot be vocationally rehab-,

ilitated on a number of fronts. Reptir and replacement needs in equipment, while

certainly nqt grea appeai to reqgre some public help. Health insurance would

i
be the preferab place to lodge such.financing mechanisms.. Ongoing contact with

VR, 0ough, m ght permit reintroducing those with_the drite to rork*back into the
co -.,)

',...... .0
,

.9

.
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program. In view of the extent to which we found that the most severely impaired

needed assistance of a medical nature they should be part of the planning for

any further developments in health insurance.

As we point out in the following sections, many of the findings have impli-

cations for expanding the VR role in housing, transportation, and the like.

Here we present some rough estimates of the cost of providing a modest level of

services for attendant care, counseling, education, homeiakers, meal preparation,

and'some transportation.

One method ofydeveloping such cost estimates would be, to consider a program

to serve the 18-64 group of 68,000 closed in 1972 for severity. Making modest

assumptions of care needs--two round trips per week in a taxi, 1 hour per day

for an attendant, 1 hour per week of a home health aide, 1 meal per day brought

into the home, 4 hours of personal and adjustive counseling per year,.aand (for

10 percent) $1,000 toward college tuition--the ecost of such a program would be

$115.1 million. Table 31-1 summarizes these estimates.

Table 31-1

Annual Cost Estimates of Modest Program
to Serve the Handicapped Rejected, by VR

Service Unit Cost Units Persons Costs
($millions)

1. Homemaker/attendant

2. Home health

3. Meals on wheels

4.9tTransportation/taxi

5. Counseling

6. Edficettion

TOTAL
9

$'3.00 per hour

$11.00 per hour

$ 1.55 per meal

.$ 6.0Q per round
trip

A

$252100 per-hour
XN

,000.00$1,000.00

i

365

52

365.

104

'4

37,4001

27,900
2

37,4001

1
37,400

68,000

. #

41.0,

16.0

21.2

23.3

6.8

6.8

115.1
3

1. 55 percent of our sample were dependent, a prbportion used her
2. 41 percent were moderately to totally dependent.

85I 1.4
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An alternativealternative approach is to ask what the authorization of $80 million

would have purchased, this being the high-level authorization had independent

living rehabilitation become operated. Average Federal shares of counselor time

in direct salary and fringe benefits, not counting office ,space and support costs,

for FY 1973 was approximately $20,000 per counselor year.
1

Diagnosis, evaluation

and restoration ran about $600 per client. If each counselor did nothing but

serve 100 clients per year for these two services, $80 million would permit

services to 100,000 clients.,

Put another way, to cover costs of 100 clients per year per counselor

(or a total counselor time per client of 20 hours), diagnosis and evaluation,

restoration at costs comparable to the average caseload, $80 million would

have paid enough to cover the 68,090 persons rejected for severity reasons and

to send about 13,300 of them td rehabilitation centers or workshops for about

2 months each.

ArchitecturalrBaxriets

A role for the rehabilitation agency in the advocacy for a barrier-free

environment was described following the experience in Massachusetts. An expanded
ri

role for the VR agency in being the source of inforMation on methods to modify the

residence and providing financial and technical assistanch to persons in need'of

such services would be desirable. This service could as well be established through

one of the voluntary sector agencies. with public funds. Lack of compliance with

State and Federal accessibility,legislation is recognized as a major(pyerq.

The role of the Architectural and Transportation Barriers Compliance Board should

be strengthened by providing,the Board with sanction authority and additional

resources.

Geographic Mobility,

Relocation ssistance esAntially assuMes an inventory of accessible housing,,

O

1. FY 1973 Program Data Book, RSA.
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working agreements with movers, and other information on services and opportunities.

This would permit a severely handicapped person to get a notion of what is

available in the community to which relocation is desired.. While this could

0
easily be a role for a unit of the rehabilitation agency, it could also be

contracted. out to a consumer-run organization or to a voluntary agency.

Transportation

Greater emphasis on barrier-free public transportation, including curb cuts

on the way to it and other efforts to enhance mobility would be a major assist

for many of the severely handicapped.

While we do not expect the rehabilitation agencies to start major alternative

transportation systems

)

we feel that the agencies can make greater efforts as

advocates for accessible transportation and in providing support for paratransit

systems to be set up and operated by the handicapped themselves. The essential

costs of such systems include the initial capitalization of the vehicle and costs

of insurance. If the handicapped tap their netwqrk to increase utilization, the

costs per trip could be considerably lowered compared to some present experiences.

Employment and Labor Force Participation

(1 The prospect for employment for the majority of the most severely handicapped

in the competitive labor market under today's conditions and without major subsidies

to either the employer or employee seems dismal. Affirmative Action efforts will"

probably extend opportunities somewhat to the less severely disabled. Without

major legislativechanges, the present employer attitudes, the effect of perceived
Clb

and actual increased 'insurance premium costs (an area worthy of greater investi-

gation id itself), job requirements for flexibility of schedules, and modifications

to places of employment, all suggest that labor force participation ip a faint hope

for all but a few of the severely handicapped. Legislative changes could include

the elaboration:of the authority in Vocational Rehabilitation Act for new

careers into a public employment program for the severely disabled, with

856
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funds for ongoing support of positions. In addition, the number of workshops

and facilities should be expanded, as an estimated 1,000,000 could benefit from

such placements.

Long-Term Care

If there is one priority area in which rehabilitation might make substantial

contributions to both public policy and the severely handicapped, it is in working

with clients in nursing homes and long-term care facilities. It would be desirable

to work out more of the issues in demonstrations before moving ahe'ad on legislation

for Indepen,dent Living, but on the face it appears a very valid concept.

Long-term care vendors, especially those in the for-profit sector will have few

incentives for permitting rehabilitation to occur in their facilities. Thar

most rehabilitatable individuals are probably those who require the least care and,

hence, are most profitable. Turnover of beds is itself a cost to the vendor.

Reluctance to easily cede profit is understandable. Similarly rehabilitative goals

for this population are difficult to achieve because of a lack of community resources.

Group residence facilities at/d other supportive settings which allow more independent

living than nursing homes are not widely available.

This should be a very fruitful area to pursue. An HEW interagency task force

on long-term care mounting research and demonstrations on such projects should

be created.

Caseflnding and Followup

We were struck by the difference that the source of referral Made in the accept-
.

ance o6tlients and the probability of success once accepted. 'Since the bulk of

clients are referred from hospitals or other agencies, greater efficiency of referral

could be achieved if outatationing It some other form of improved referral procedures
4

.were accomplished. Some method for follow up of closed cases or cases not accented

could easily be developed through a variety of means: mail beck forms. counselor

follow up at periodic intervals. etc.. The issue here is not the method. since that

8 g7
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can be developed easily, but the services and resources to be delivered after ene

follow up. If there are to be few services so that the individual is not parti-

cularly better off, agency resources spent in the follow up might get greater

return spent for individuals on the waiting list.

One of the possibilities for expanding the program,however, is to expand

the services which can be available to people without vocational obiectives:

equipment replacement, generally referring the individual to various advocacy

or cthnsumer organizations, family counseling, etc.
A

Health Coverage

Our investigation was not able to assess the extent to which all of the

severely handicapped have health care coverage. Since about'67 percent have

Supplemental Security Income (SSI) and Disability Insurance (DI) benefits, they

would have some coverage under Medicaid or Medicare. Another group would have

Veterans Administration benefits. The CMRC clients had their services covered

by third party vendors in 97 percent of the cases. The VR population reported a

high degree of coverage as well. Thus the coverage for acute health care seems

less prOblemitic than the4coverage for certain services. For example, after the

initial /device is supplied, the cost of repairs or replacements are largely borne

by the individual. Gpverage for items such as attendant.care or home health

aides even in the pdbpc programs is very limited.

We would suggest further investigation of the potential costs of separating

health care coverage from income maintenance, extension of health coverage to all

severely handicapped'persons regardless of employment cr,income (but with reasonable

cost-sharing provisions), and expanded scope of services covered to include ongoing

needs for equipment maintenance and replacement, attendant care, interpreters, readers

etc. At present, good data on utilization patterns and cost factors are unavailable.

The objective of separation of health coverage from income maintenance
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is to reduce loss of health benefits for those who wish to work. As pointed

out in the discussion on disincentives, the fear of being burdened with major

costs of care discourages many from seeking the highest level of social and

vocational functioning of which they are capable. Coverage of the acute and

ongoing medical, home care, and equipment needs of this group seems warranted -

without regard to labor force participation. We feel that the coverage should

not be through the rehabilitation program, since the needs and purposes of

such coverage are broader and most consumers of these services should be

reasonably competent to procure their own. Rehabilitation should, however,

be able to counsel those with difficulties. Similarly, we feel that existing

public programs financing health care services should-124 required to take the

burden of costs for such care off the rehabilitation prograOIf the medical

care financing programs were broad enough, and responsive enough to cover the

necessary services promptly and at reimbursement rates that assured quality

care from vendors, then the rehabilitation role should focus primarilyfon

case management, monitoring, quality control and other activities. The sub-

stantial funds available to provide restoration could then be placed back into

other rehabilitation services.

Another similar area for investigation is the relationship of private insurance

and Healt Maintenance Organization rules witHorespect to the severely handicapped.

Ma 4144,. ate insurance plans equate disability with sickness and raise insurers'

rates. It is alleged by consumers that these rates are raised without the vendors

having done experience studies to see if the increase is warranted or, if warranted,

whether the premium is related to the costs. Employers perceive the possibility

of such increases as a cost if they hire the handicapped. One consumer on our ad-

visory committee reproted that an HMO turned down her request to join because of

her handicap. Others complain that the clauses excluding pre-existing conditions
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leave them uncovered in the area of their impairment where they may need

assistance. x.

As the debate. on various forms of national health insurance proceeds,

we would urge examination of the special concerns of the severely handi-

capped for the coverage in such a program. If private vendors are to be used

extensively, special requirements (e.g., reimbursement arrangements) should

be included so that the severely handicapped are not further penalized by their

impairments.

As a minimal proposal we would suggest that Congress eliminate the
0

rule requiring 2 years of receipt of Disability Insurance Benefits before persons

are eligible for Medicare coverage. It is an unjustifiable barrier to many who

might like to be vocationally rehabilitated.

Income Maintenance

Small legislative changes in SSI and DI could make big differences to the

severely handicapped and to their motivation for rehabilitation. We are unable

at this time to estimate the likely impact on caseload and expenditures of some

of these suggestions, but given the high proportion of severely handicapped already

covered (67 percent) we feel that a significant increase in the billions currently

expended is not lily. The results, however, in encouraging the severely handl.-
/

capped to attempt greater self-realization would, we think, be commensurate with the

costs. We would propose that the definition of disability used for eligibility in SS

and DI be based entirely on the severity of the disability as measured by some objec-

tive,instrument and earnings history to distinguish between the programs. This

instrument should be scaled at the level of severity of the current SSI-DI case-

load. Then reference to Substantial Gainful Activity should be dropped and instead

a provision for exemption of reasonable costs of employment and the prebent SSI 50

percent tax rate on earnings be substituted. This would have to parallel the separa-

tion of health benefits from eligibility for income maintenance, since even working
V
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without income maintenance may cause severe dislocation if health coverage is also

lbst.

Altering the income maintenance programs in this way would offer several

advantages to rehabilitation as well as to the severely handicapped. More

persons would have some incentives to try to work to improve their incomes. This

should permit rehabilitation to receive more motivated clients. Secondly, this

allows individuals with some income to work and should reduce the amount of
1

maintenance expended by VR itself, again permitting greater investment in other

services. Given the limited demand for severely handicapped labor, we cannot

presently edtimate the behavioral effects (whiCh may be minimal and result in

minimal costs), but we suspect the morale effects will be Substantial.

Coordination of HEW Programs

The problem of coordinating HEW programs for the handicapped is considerable.

These,programs have differing purposes, objectives, and target groups. Some

are federally administered, edme State administered, and some administered at the

local level. Initiatives designed to pull such programs together, such as

Services Integration and the Allied Services proposal have so far reported

limited, many, success. Within HEW itself are the bureaucratic realities of

the differences in size and influence of the Social Security Administration relative

to the office of Handicapped Individuals and RSA. We are growingly convinced that

if Congress seriously expects coordination then it 1.01.1.11 itrlf have to make major
0

efforts to reconcile differing legislative purposes and to mandate more authority

to the Office of Handicapped Individuals in order to gain the full cooperation

and participation of the 7drious agencies.

Among the service programs which should be investigated to reconcile both

coordination and boundary problems are programs for the developmentally didabled,

mental health V aging, and social services. If rehabilitation is to take a greater

role with handicapped children, then greater_interrelationship with the special

861



845

edUCation programs of the Office of Education will be mecessary. Given the $16
r.

or so billions spent by HEW on the severely disabled, with a larger atount going

to all disabled, it may even be useful to think about pulling all ofothese prograMs

into a single organizational entity, althouth such a move would have to be care-

fully designecito. minimize the dislocations which would result from such bureau-

cratic changes.

In some program areas we suspect that the Federal level may, not be the

appropriate place for coordination at all. In some programs, even State-level

coordination may not accomplish much. For example, when Congress created Title XX

of the Social Security Act as the mechanism to provide social services to the poor,

there was an explicit reduction in the degree of Federal prescription on the shape

of the State program. Services, eligibility, allocations of funds, even types of

services, questions of who supplies the service and priorities for service are to be

left largely to State bureaucratic and political processes. Groups such as the

developmentally disabled, Who have beeh favored in the past may or may not do well

in capturing resources from this program. Rehabilitation agencies may be able to

move in on some share of the activity depending upon their agreesiveness, standing

in the State, and interest. Yet it is clear that if the process of allocation

in a State is not favorable to the disabled as a key target for social service
.4

attention and resources, there may be little to coordinate. In this instance,

either a return to the Social Security T tle VI approach or a new social service

authority may well have be authorized. An testimony on the Independent Living

Provisions of the 1961 proposed act, The American Public Welfare Association pointed

out its concern that Social Services authorized in the public assistance titles and

ILR services would overlap. This overlap might, they testified, cause cTtfusion wit

clients and fragmentation of services. They argued for a coordination mechanism to

avoid duplication and confusion. Giving only one agency responsibility flor rehabili

tation would be, they thought, a ba1kward step. If such a coordinated mechanism wer
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possible then, its implementation with Title XX to require stronger mandates

than presently are in that program.

While much can be done through policy and legislative changes to improve

the interrelationship and coordination of these pro'grams, ultimately the most

effective means for assuring that the severely handicapped have the services they

need is the active and aggressive effort they themselves exert. As with all of

us, the key responsibility for getting the range of our needs met rests with

us as individuals and the organizations which we use to exert influence. It

is reasonable to expect, therefore, that the severely handicapped should bear

the final responsibility for insuring the satisfactory coordination of pro7gams

designed to serve them.

C
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Consumer Involvement

While there are considerable problems in defining who is a consumer and

who really speaks for whom, we were struck throughout this study by the growing

number of consumer-run organizations and the growing awareness and advocacy

of many of the individuals. Organizations like the Center for Independent.

Living fill a role as perhaps no other organization7eam* Emerging organizations

of consumers for advocacy and political activity may be an important sign of a

turn away from despair\among the disabled.

Rehabilitation needs to make greater use of these individuals and organi-

zations. It is they, afterll, whose lives are affected for good or ill, who

can say what is in their interests and what is not. Certainly this is a problem

for many professionals, even in rehabilitation, to accept. an ungrateful or a

47critical client. But we feel that by utilizing codrnsumers in rehabilitation, a

more effective rehabilitation program can be.established, especially in the area

of coordination of services. We have heard of a cape, for example, when a

client would not sign off on his Individualized Written Plan because he thought

the workshop was overcharging for the program that he was to enter. Consumers

0
are.uniquely able to make this type of assessment.

Recognizing the interest in consumer involvement reflected in this report,

research and demonstration projects could increase knowledge in several areas.

For example, projects with councils of organizations of the handicapped might

explore the feasibility of different disability groups cooperatively developing

information and referral services, paratransit systems, equipment repairs,

reading services, and so forth. i The most effective means for consumers to seek

and coordinate needed services in a manner appropriate to their realistic cap-

abilities should be demonstrated.

ae
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We would encourage greater effort'in implementation of the provisions

the Vocational Rehabilitation Act for consumer committees and some legisativE

mechanisq for fundifg CIL-type organizations should the demonstration project

prpve their wort

_Functions oI Rehabilitation

P
The primary areas of strength we observe in the rehabilitation program lie

id case management, counseling, and coordination. Future expansions of the

.

program, evecially with respect to independent living rehabilitation should

focus on these as their key service orientation.. ,Wedocaution, .however, that coun-

selors who have only-these skills and a pile of referraslips will have a low'

sense of involvement and most probably a low level of accomplishment. Yet

3
JI

expansion of the program into independent living,&reas will require-comiderably

greater advocr and use pf existing programs. We have mde numerous sugges-

tions of ways Congress could modify programsto make them more responsive to the

rehabilitation needs of the severely handicapped. Should those programs in

fact be the primary financing and delivery mechanisms, then rehabilitation could

have full play in its case management, counseling and coordination role. The

role would include respons'iblity for ongoing, long-term case management for the

severely handicapped, Assuring proper information and counseling is availabe

to the individual, and co
r
rdinating other programsto meet the needs identified.

Only the long-term case management aspect is new, since VR is pitharily a time-

limited program. This change'would necessitate new procedures and orientation,

but they ate, we feel, within the capability of the program managers to accomplish

with ease. `'
. .

In developing a program of independent living foi severely handicapped

individuLls, it is'imperative that duplication a'nd conflictin the way of ser--

vice provision, evaluition, funding, etc. be minimized. To gain insight into

A
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this matter,-weaskedproliiders.of rehabilitation dervice for their 1thoug

as to who should be held responsible for particular ifilactiode.

/
While only-28'percentLot the providers responded f6,thiallueStOn, thbse

/ .
that diew-reapond-dhowed a high degree Of uniformity -c-f)-ppini70h. ''Fbr e7x.affiVe,

of-the top five ranked agencies that were considered most suitable for conduct

.

a program of independent living, 80 percent o all respondentS though that V
o

should be responsible for evaluating the rehabilitatibn po ntial of indi duals.

An additional 12 percent thought that comprehensiNr rehay litation cen rs
P

should be in charge of this task. Less than 5 percent't ought that social

service agency or public health agency should perfo ;m t is activit

In every programmatic area -- funding, servide pr Asion, ..ordination,
4'

I

information and referral,' training, advocacy, case management and case finding--

VR was the first choice of the respondents in our sample o providers. This

result may be 'explainel by the fact that 54 liercent of t respondents are

employed with VR agencies. Neverrieless, we can'gafel ummaq that VR is

theIost preferred agency by fhe respondents eampled to conduc independent

living services for severely handicapped individu0s.

Financing 41.
;,,

From the point of view of the VR program i

number of expectations placed on the ptogram far

Lr

self we are concerned that the

xceed the resources available

to meet them. Rehabilitation budgets fOr the past few years have been virtually

constant, without considering the effect of IllAfla ion. The Congress and the

Administration have ma e little in the way of une utvocal statemehrs that they

expect the natural concomitantofthis fiscal/con traint and the efforts to
/

move toward the more severely disabled to rdkilt
I)

fewes rehabilitations, highe

cost rehabilitations, n0 greater incident tf clos res which are either unsuc-'

cessful or in non-wage occupations. Stich asignal would assure the program

o
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managers in the Statks and probably make the job of facing the State legislatures'
d

.
for the State share of rehabilitation funds'sorilewh;t easier.

) ,

If the Gongress is.-desirous-of_:gn independent living programi'we

\,

thick -atrthe-rization Icvels-far -in except, A-those-included in the previ-oms-11
IR .

wouldbe called for, if only to cover these4Petigons presently closed for SeVeri6/,.
A 0

We would think that an authorization of $30 to .80 millthn dollars would be most

usefully spent on a project grakt program modeled after the Innovition and Expan-
,

sion G t Authority which would establish a, series of projects.to investigate

various approaches, assess the most effective and efficient means for providing'
?.)

such Eytes, and work, out the iptima interrelationships with other livery

systems before a ldfte formula grant program is-introd ced:

We would think that Much of the financ ng of both VR and ILR program

should be accomplished' through the general_hlrlth and income ma ntenance programs

as pointed out yreviously.
v

. .
.

Lastly, in financing of a formula grant program
.

of dependent living;

some consideration should be given to the Abssibility of Iient cost sharihg

since some services provided under atrogram of this t 'e might include those .

normally provided by the individual--meal preparatiO , homemaking,recreakbnal

activities, etc. Client cost sharing should intlude (1) payments associated with

inclusion in the program and (2) payments associated with use of the progrAm's

care benefits.

Independent Living Rehabilitation or Not

As contractors we can only suggest that the need for independent living
N

rehabilitation 'is there and that the rehabilitation system as it currently exists
l

could provide such services as may be'authorized. We were strua, however, b

Pnthe potential cost of such a program and the minimal' authortzations proposed

the previous bills. Given the focus in VR on the severely disabled, we would

867



851 9 "q

'suggest (lot beginning a formula grant program bfindependent living until a -`)

minimum of $150 million per year canlbe'aAsured to provide coverage just for

those .currently in contact with VB. and not served Niue .to' severity. Any lesser'
.

funds'would Vt_mill.spent V8as.i.t_prpeent4 is/structAired,_
/c

-interest in an independent flying progrmamight-be effectively expressed through

first mounting demonstration projects'to,work out the service delivery issues

until such time as funding for both VR and ILR is available. Another option for

modest funding levels is to expand use of extended evaluation. Such approaches,

in a time 'of fiscal constraints, perMit some movement while avoiding many of the

stibky problems of eligibility and relationship with other service systems de-
.

a

6

scribed in the study.

The way to most'easilY ac,Eommodate a very modest program of independent

fiving'is through expanaiOn of extended evaluation. As we pointed out in our

di,scussion of this option, one small step wo4d be,fohave all persons thought to

be infeasible due to the siveriey of their impairment go tough a full program

.of such services. .We would exclude those who are not actually.severely handi-

.capped, but whose closureis based on other characteristics which make competitive
)

placement difficult, such as age or inadequate education or skills: As we

pointed out, mos of these. persons seem to have few limitations in self-care

and mobility.

e When so limiting the program, it is important to also establish new mea-

sures of success. ,At present a client clOsed from extended evaluation without

vocational rehabilitation is counted as a non-success despite the'benefit received

from 'fletvices. Certainly measurable, successful independent living out comes

can be defined: no longer needs.attendant, can now travel alone, reduced need

for assistance in homemaking and so forth.
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program were'limitedto those severely? handicapped who get tc

a VR Agency but who cannot be vocationally rehabilitated,' it is possible.to

avoid many programmatic issues concerning which services to prOVide, how to/

interface with other delivery programs and.,
-
at,the same time, recogize the

a

limitations of resources iii,dollars, faiilities, and manpOwei For $80 million,

/
A.

an average counselor, administrative, and case service costf $3,000 would b

"
available for the nearly 27,800 persons who; based on the 41 percent in our

survey, are moderately 'to severely dependent because oftheir impairment.

If any initiative is to 1)A mounted in new areas, we would propose it be,

the rehabilitation of persons in nursing homes and related long-term care

facilities. While many persons in these institutirons need some. reNtel of'care

and supervision, there ar some who could, be rehabilitated to' their homes or

more congenial community settings if they got some rehabilitation services.

Movement to these settings could reduce outlays in Medicaid and Medicare for

these individuals and offset costs of rehabilitation services. Demonstrations

of the possibilities of such an approach prior to legislation would be desirable,

4'
but if the reform of health and long-term care progrAms proceeds rapidly, we

feel the State-Federal rehabilitation program and/or CMRCs should be written

in, based on the face validity of the accomplishments in the field.

Summing Up

When we began this study VR loomed large: At the end we found that it

accounted for about 2 percent of Federal expenditures on the severely disabled.

While its influence far outstrips that, modest proportion, we wondered at the

expectations people placed on the program without the corresponding willingness

to provide the resources.

Any exercise which approaches a population from the perspective of "needs"

is very likely not pnly to find needs but also to find the associated costs of

869
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meeting those needs to be Very expensive. To have a comprehensive program for

the severely .disabled that. comes anywhere hear to Jiving- up to its name and

expectationg would 'cost billions. I11,6 Congressional authorizations, much leas-

appropriations, belie the impulse. -rhe $30 million JETLrEt=year authO'rization

could be spent entirely on demonstration projects. The Nixon-Administration.

was, perhaps, more honest in saying it chose not to put'up the resources', but

. it failed in dealing witOthe cone yuences.

When.Congr ess turns to ,to deal with t
t-

more severely handicapped,

several things happen. Whatever the merit of digging into the pool of more

severely handicapped, some Of the traditional clients must be abandoned. These".':

are clients whom *many consider quite worthy of services. But to serve the more

severe, given no additional resources, means something or some Ae_has to go.

The next thing that happens is that the risk of failure mounts, not so much

becaude VR does not know how to reha4litate but that the. labor market does not
. .

easily accommodate the more severely handicapped. The number Of closures drop.
- . 0

No Matter that,Congress may not mind,.nor that good is done anyway.. While

Congress may be willing to watch ,the number of rehabilitations drop with some

satisfaction that the more severely handicapped are better served, there is

.little to indicate that State _legislatures and governors are so sanguine. And

.it is a State - Federal program. Indeed, there is little to say that the Administra-

tion if; so inclined. When rehabilitation declined in the first part of the

.year, the Secretary of HEW wanted to know why.

No one can fault the desire to actualize the potential. of every disabled

person. However, the realities of'repource constraints require,responsible

public officials both in Clongress and the Administration to make the. hard choices

and not make grand pronouncements of humanitarian concern, while leaving it to

the local counselax to turn a way the specifid individual at the deor.
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Much technical knowledge'exists to all the'severel handicapped to

realize their Potential. Design of 'a goal oriented program d significant,

finencial commitment is iequired. TI commitAnt must be undertaken'ift the
b : .. A

. ..

Taturide'of;Froviding colppreb'ensive services is to. be fulfilred.
,-

'.
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